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INLEIDING
Wat palliatieve zorg is en hoe ze gegeven moet wor-
den, is lange tijd een kwestie geweest die vanuit de 
genees- en verpleegkunde en vanuit de ethiek werd 
beantwoord. De eerste gaf en geeft nog altijd voluit 
aandacht aan de kwestie hoe het wenselijke ‘comfort’ 
van de ‘uitbehandelde’ en stervende patiënt bewaakt 
en bevorderd kan worden: het bestrijden van pijn, het 
wegnemen van benauwdheid, het onderdrukken van 
braken, het voorkomen van bloedingen en doorlig-
plekken, verdere complicaties zien te vermijden, het 
tegenhouden van wanen, onrust en angsten, ervoor 
zorgen dat de patiënt niet verdorst, de huid niet 
scheurt, de lippen niet springen en wat dies meer zij. 
Zulke zorg wordt gegeven door artsen van velerlei 
aard (onder wie anesthesisten) en in belangrijke mate 
ook door verpleegkundigen. Maar in deze ontwikkelin-
gen speelden van meet af aan ook de ethiek en 
(moraal- of praktische) theologie een grote rol, onder 
meer in de noodzakelijke reflectie op het levenseinde 
en het staken van behandelingen en op de vraag wat 
zinvol en zinloos leven is, wat toegestaan kan worden 
en wat niet, wat leven en sterven eigenlijk is en hoe 
ernaar gekeken kan worden en hoe patiënten begeleid 
zouden kunnen worden. Deze bijdragen werden en 
worden vooral gegeven door ethici en geestelijk ver-
zorgers, zowel van christelijke als van humanistische 
huize. Ook gedragswetenschappers hebben een 
– meestal tamelijk bescheiden – rol gespeeld in de ont-
wikkeling van palliatieve zorg, onder meer waar het 
gaat om de structuur van processen van rouw en 
afscheid nemen, om gesprekstechnieken, de duiding 
van deviant gedrag, de opvang van naasten of bijvoor-
beeld de (keten)organisatie van de vereiste zorg en het 
voorkomen van burn-out bij degenen die de sterven-
den zorg geven, hoewel op al die aspecten ook medici, 
verpleegkundigen en geestelijk verzorgers actief zijn. 
Ten slotte is de ontwikkeling van palliatieve zorg van 
meet af aan begeleid door een politiek van goede 
bedoelingen en ‘menselijkheid’: het wemelt van gede-
gen maar ook losjes gecomponeerde werken over 
nabijheid, troost, uitzicht en liefdevolle zorg. De onder-
bouwing daarvan is dikwijls zwak en steekt schril af 
tegen de breed aanvaarde onderbouwing van de 
medische, ethische, gedragswetenschappelijke en dik-
wijls ook theologische bijdragen aan palliatieve zorg. 
Die onderbouwing is om vele redenen een cruciale 
aangelegenheid, al was het maar omdat enerzijds die 
‘menselijkheid’ er zéér toe doet in de bedoelde zorg 
(vgl. Grypdonck, 2005) en anderzijds in opleidingen 
alleen dat onderwezen en getraind zal worden, wat 
ook in dezen goede papieren heeft (vgl. het recente 
Olthuis, 2007). 
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In dit artikel willen we aan die onderbouwing een 
(interdisciplinaire) bijdrage leveren door palliatieve zorg 
vanuit de presentietheorie te benaderen. Er wordt in 
het volgende aannemelijk gemaakt (1) dat palliatieve 
zorg belangrijke steun in de presentiebenadering kan 
vinden, enerzijds praktisch maar anderzijds ook theore-
tisch – en dat is veel belangrijker; de presentietheorie is 
bovendien een interdisciplinaire theorie met gedrags-
wetenschappelijke aspecten die van betekenis en toe-
passelijk blijkt in de verpleegkunde, geestelijke verzor-
ging en ook in de geneeskunde (Baart en Grypdonck, 
2007; Van Heijst, 2005); (2) dat de presentiebenade-
ring prachtig laat zien wat in alle goede zorg, dus ook 
in hoogwaardige palliatieve zorg, reeds gebeurt – pre-
sentie versterkt en doordenkt dat op een vruchtbare 
manier – en ten slotte (3) dat radicale presentie vaak 
nodig is, maar even vaak op gespannen voet staat met 
moderne ontwikkelingen in de zorg. Presentie is dus 
kritisch over bepaalde ontwikkelingen in de zorg en 
helpt ons vanzelfsprekendheden in de zorgverlening 
op hun (on)waarde te schatten.
De opbouw van dit artikel is als volgt: we beginnen 
met een toelichting op presentie en schetsen daarbij 
enkele kenmerken. Vervolgens wordt de kern daarvan 
getypeerd, dat is: in relatie staan en steun geven, en 
wel op zo’n manier dat je in zorgen laat zien wat de 
ander je waard is, wat hij of zij voor je betekent. Ten 
derde – en dat is de kern van deze bijdrage – karakteri-
seren we de opgaven van palliatieve zorg, deels in het 
algemeen maar met name natuurlijk ook onder het 
gezichtspunt wat presentie voor deze opgaven kan 
betekenen. Ik rond af met enkele conclusies. 
1 PRESENTIE
De presentietheorie is voortgekomen uit jarenlang 
onderzoek naar het werk van pastores met kwetsbare 
mensen in (ernstige) achterstandsbuurten. Zij doen 
daarbij zo ongeveer alles anders dan wij het hun heb-
ben geleerd tijdens de opleiding. De centrale vraag 
was waarom ze dat zó (anders) deden, of het goed 
werk was en hoe het in elkaar zat, of de betrokken 
buurtbewoners baat hadden bij hun aanwezigheid en 
waarom ze eigenlijk deden wat ze deden. Dat is tot 
onze eigen verrassing een bijzonder fascinerend onder-
zoek van bijna tien jaar geworden, niet zozeer naar 
maatschappelijke problemen van marginale mensen 
maar naar goede zorg voor wie op zorg is aangewe-
zen. Dat onderzoek gaat dus niet over wat mensen 
allemaal mankeren en hoe je dat moet verklaren, maar 
over hoe professionals te werk gaan die trouw nabij 
blijven aan zorgbehoeftige mensen, mensen bovendien 
bij wie het vaak nooit meer echt (helemaal) goed 
komt. 
In het boek daarover (Baart, 20012) zijn die praktijken 
heel beeldend en uitgebreid beschreven: de lezer ziet 
ze concreet in de weer, bij mensen thuis eten, met 
mensen meegaan naar instanties, op straat spelen en 
zittend op een muurtje ernstige gesprekken voeren, 
trouw vereenzaamde buurtbewoners bezoeken, met 
kinderen picknicken, verwaarloosde kinderen opvan-
gen, een buurtpandje openen, mishandelde vrouwen 
troosten en sterken, enzovoort. Maar in hetzelfde boek 
is ook gezocht naar de verklaring waarom die losse 
manier van doen door de buurtbewoners (die voluit 
aan het woord komen) zo behulpzaam wordt gevon-
den: wat is dat ‘aansluiten bij de ander’, wat betekent 
het eigenlijk om te lijden onder problemen en hoe is 
het om als professional machteloos te zijn, wat is nabij 
zijn en hoe gaat dat in zijn werk ‘in de leefwereld van 
kwetsbare mensen zijn’, wat is kwetsbaarheid, wat 
betekent het om ‘arm’ te zijn, hoe kun je op een ande-
re manier (toch) een hoogwaardige professional zijn, 
hoe kun je mensen helpen en tegelijk eren? Het boek 
geeft dus niet alleen een bééld van dat werk, van dat 
‘er zijn voor de ander’, maar het biedt ook een analy-
se, een uitleg en een verklaring; daarom heet het een 
theorie van de presentie. 
Ik mag die presentie dan ‘ont-dekt’ hebben bij buurt-
pastores, in de loop der jaren is duidelijk geworden dat 
ze overal in zorg en welzijn is te vinden, in een dunne 
onderlaag van prachtige werkers in de psychiatrie, in de 
verpleegkunde, in de zorg voor mensen met een ver-
standelijke beperking, in buurtopbouwwerk, in het 
maatschappelijk werk, in het speeltuinwerk, in de 
jeugd(gezondheids)zorg, in de wereld van de dak- en 
thuislozen, in de verslavingszorg, onder (goede) artsen, 
enzovoort. Het is geen dominante stroom; het gaat 
vaak om werkers (vrouwen!) met een groot hart en 
met moed, die tegen de stroom in roeien. Sinds het uit-
komen van het grote presentieboek zijn er door mij, 
maar ook door mensen als Doortje Kal, Mieke 
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Grypdonck, Annelies van Heijst, Marius Nuy en vele, 
vele anderen, allerlei uitwerkingen en toespitsingen van 
de presentiebenadering gegeven (zie ook onderaan 
deze bijdrage). Presentie reikt dus veel verder dan het 
pastoraat en het is naar mijn mening ook voor de palli-
atieve zorg een uitstekende basistheorie – dat is wat we 
in deze bijdrage aannemelijk proberen te maken.
1.1 Kenmerken van presentiebeoefening
Om duidelijk te kunnen maken welke steun palliatieve 
zorg vanuit het presentiedenken kan ontvangen, moe-
ten we in kort bestek het bééld oproepen van wat pre-
sentie is: Waaraan moet men denken? Hoe ziet ze 
eruit? Hoe gaat het eraan toe? 
In het huidige maatschappelijke klimaat voelen hulp-
zoekenden zich regelmatig teleurgesteld omdat de 
geboden hulp niet aansluit en voelen werkers zich 
belemmerd bij het uitvoeren van goede hulp vanwege 
dwingende regelgeving en harde prestatienormen. 
Kern van de presentiebenadering is niet het aanbod of 
de hulpvraag, maar contact maken met het verlangen 
van degene die behoeftig is en het hulpaanbod dáárop 
en op niets anders afstemmen. Radicale aansluiting is 
daarvoor een vereiste, evenals het aangaan en onder-
houden van een aandachtige relatie, waarin de ander 
erkenning vindt. Zorg komt tot stand binnen die relatie 
en vergt verstandige afwegingen, zo nodig durven 
koersen op mededogen en de inzet van praktische 
wijsheid. Momenteel worden hulpzoekenden te vaak 
eindeloos rondgepompt in het zorgcircuit, waarbij 
teleurstellingen zich ophopen en voor velen een 
bestaan rest in de marge van de samenleving. 
De presentiebenadering laat zien dat het anders kan en 
zoekt vanuit kritiek op afstandneming naar een opti-
male aansluiting bij hulpzoekenden. Het morele debat 
dat daarvoor nodig is, wordt niet geschuwd. De pre-
sentiebenadering wil de waarden die onder druk staan, 
voor het voetlicht brengen. Het pleidooi voor aandacht 
in de presentiebenadering is eigenlijk een politiek plei-
dooi voor maatschappelijk fatsoen. En zo is het plei-
dooi voor goede zorg eigenlijk een pleidooi om de rea-
liteit van de brekelijkheid van het (goede) leven onder 
ogen te zien en niet met een overmaat aan ingrepen 
en beveiligingen zoek te maken. 
Die kritiek bindt dus de strijd aan met moderne en 
subtiele vormen van verlating, verwaarlozing en 
afstandneming. Dat gebeurt tegen de achtergrond van 
onze hoogontwikkelde, hypermoderne en overvloedi-
ge welvaartsstaat. Het probleem daarvan is (althans op 
de terreinen waarover we het hier hebben) dat de 
overvloed innerlijk afstand houdt tot het leven dat niet 
lukken wil of dat geschonden is. Als men er eenmaal 
oog voor krijgt, gaat het opvallen hoezeer we gewend 
zijn om afstand te houden tot lijden: 
met onze zogeheten professionele blik en taal;
met bureaucratische regels en logica;
met een massa instrumenten en middelen (die tus-
sen ons en het lijden worden geplaatst);
met de verwetenschappelijkte ‘vertaling’ van  
cliëntverhalen;
met abstraherende en versluierende retoriek;
met ongeduld en kant-en-klare plannen;
met de vaste overtuiging dat ook het raadselachti-
ge lijden rationeel te doorgronden moet zijn;
met de overmoed die meent uiteindelijk alle pro-
blemen te kunnen verhelpen;
met de vlucht uit het uitvoerende werk naar werk 
dat meer prestige schenkt;
met het onvermogen om eindigheid, tragiek, bre-
kelijke menselijke relaties, onoverkomelijk lijden en 
ethische dilemma’s een reële plek in ons doen en 
laten te geven;
met de geringschatting van alledaagsheid en de 
voorkeur voor het verhevene en sublieme;
met de afkeer van troost en de voorkeur voor 
heldhaftige strijd. 
Dit alles betekent – en dat is voor ons betoog cruci-
aal – dat men uiteindelijk afstand houdt tot de situatie 
van lijdende mensen, terwijl juist zij erom vragen om 
naderbij te komen. In ons onderzoek komen we veel 
minder hulpzoekers tegen die zeggen ‘... dit moet ver-
dwijnen’ dan ‘... wil je bij mij zijn?’ Presentie gaat 
bevestigend in op die vraag.
Karakteristiek voor de presentiebenadering is: er-zijn-
voor de ander, alles draait om de goede en nabije rela-
tie (veel meer dan om het koste wat het kost wegpoet-
sen van problemen), om zorg, om de waardigheid van 
de ander, om de basale act van erkennen zodat de 
ander – hoe gek, hoe onverbeterlijk, hoe anders ook – 
voluit in tel is, om wederzijdsheid (van hartelijkheid tot 
strijd), om alledaagse werkvormen, om verhalen, om 
•
•
•
•
•
•
•
•
•
•
•
•
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nauwgezette afstemming op de leefwereld, om de wil 
de ander uit te graven, het beste van zijn of haar 
mogelijkheden waar te laten worden en niemand ooit 
af te schrijven (ook als zo ongeveer alles aan hem of 
haar niet meer deugen wil), om een soort voorzichtige 
traagheid en een zogeheten ‘latende modus’ van wer-
ken die ruimte geeft aan wat zich niet maken of 
afdwingen laat. De presentietheorie heeft verregaande 
consequenties en is radicaal, niet in het minst voor de 
beoefenaar zelf. Wie het pad van de presentie gaat, is 
tamelijk weerloos en moet moedig zijn.
Laten we het samenvattend eens puntsgewijs zeggen. 
Presentie is, naar het woord van Van Heijst (2005), 
menslievende zorg bij uitstek. De presentiebeoefenaar...
sluit aan bij de zorgvrager (in tempo, taal, doelen, 
ritme, rolneming, werkvormen);
vooral bij wie niet in tel is, kwetsbaar, verlaten, 
veracht;
wil vrijelijk aanwezig zijn in de leefwereld van de 
zorgvrager;
neemt geen afstand van het lijden, het onverhelp-
bare of het onverbeterlijke;
hoedt zich voor grote plannenmakerij en de wens 
te scoren;
zoekt nabijheid, werkt aan betekenisvolle relaties;
waarin de ander geborgen, geëerd, gezien en 
erkend wordt; waarin diens waardigheid behoed 
wordt;
brengt behalve (vak)bekwaamheid vooral ook 
zichzelf in: bescheiden, methodisch, transparant;
weet te maken maar ook te laten en te waken;
is een bekwaam, wijs, gerijpt en hartelijk mens: 
aanspreekbaar en aanraakbaar;
houdt zich aan de regels van het vak, maar kan 
ook nog wat als de regels niet meer opgaan;
kan werken en blijven waar het nauwelijks nog te 
harden is: is ook een deugdzaam mens (trouw, 
meedogend, welwillend, enzovoort).
Kortom: presentie is een aandachtige, menslievende 
manier van goede zorg bieden, waarbij het ‘er zijn 
met’ de ander voorafgaat aan ‘er zijn voor’ de ander. 
Presentie wordt door vele goede zorggevers (dikwijls 
illegaal, in het geheim, tegen de stroom en tegen de 
verdrukking) al beoefend: de praktijk bestaat soms 
•
•
•
•
•
•
•
•
•
•
•
•
wel, maar de rechtvaardiging en doordenking ontbre-
ken te vaak.
1.2 Speciale thema’s
Met de presentie hangen tal van (soms kritische) vra-
gen samen over kwesties die elders weinig belicht wor-
den. Het zal dan ook geen verbazing wekken dat in de 
presentietheorie grondig wordt nagedacht over the-
ma’s die bij het present zijn in het geding zijn. Omdat 
presentie meer is dan een methodiek en ook allerlei 
visie-elementen bevat, moet dat ook wel. We presen-
teren er enkele (en over de meeste heb ik eerder reeds 
gepubliceerd: zie de literatuur aan het slot van deze 
bijdrage): 
Betrokkenheid. Wat is het om, zoals in de presen-
tie, betrokken te zijn bij de ander, welke soorten 
betrokkenheid zijn er en rijmt betrokkenheid wel 
met professionaliteit en goed vrijwilligerswerk? 
Brand je af van betrokkenheid of juist niet en geeft 
het je power en lol om te doen wat er moet 
gebeuren?
Lijden en troosten. Mensen hebben in de ogen 
van professionals misschien allerlei problemen, 
maar in hun eigen ervaringen maken ze het 
beroerd, voelen ze zich rot of lijden ze zelfs. Dat is 
hun beleving, het binnenperspectief waarbij de 
presentiebeoefenaar aansluit. Maar wat is lijden, 
wat is leed, wat betekent het dat je lijdend in het 
leven staat, wat kun je als beroepskracht doen als 
je onmachtig bent en is troosten wel van deze tijd 
(wat is troosten trouwens)? Ook dat soort vragen 
worden in de presentietheorie grondig verkend en 
uitgewerkt.
Zijn als een vriend. Presentiebeoefenaren blijken 
door de mensen voor wie ze er zijn, dikwijls aan-
geduid te worden als soort vriend of vergeleken te 
worden met een familielid (zus, broer). Dat is 
opmerkelijk en voor ons reden om goed na te den-
ken over professionaliteit en ‘zijn als een vriend’, 
en bijvoorbeeld ook over de vraag welk verlangen 
uit die vergelijkingen spreekt.
Vertrouwen en vertrouwd zijn. Presentiebeoefe-
naren zijn trouw, gaan niet snel weg en bij hen kun 
je het ook niet gemakkelijk verbruien. Het contact 
met hen staat mede in het teken van veilig zijn, 
van vertrouwd zijn met elkaar. De manier waarop 
•
•
•
•
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ze met elkaar omgaan, wordt meer gereguleerd 
door wederzijds vertrouwen dan door strakke 
regels en protocollen. Daarom hechten we in de 
presentie een bijzondere waarde aan vertrouwen 
ontwikkelen. Ook hier geldt: in de presentie den-
ken we goed na over dat vertrouwen, hoe het 
gewekt kan worden en onder welke omstandighe-
den het gedijt.
Eer, waardigheid en kracht. We hebben ontdekt 
dat mensen niet zomaar geholpen willen worden, 
maar ook en zelfs vooral bij die hulp hun waardig-
heid willen behouden, geëerd willen worden en 
ook aangesproken willen worden op wat ze goed 
kunnen, waar ze sterk in zijn. Dat laatste weegt zo 
zwaar dat ze desnoods de hulp niet hoeven als 
deze afbreuk doet aan hun ‘eer’. 
Aandacht en menslievendheid. Presentie kan het 
onmogelijk stellen zonder aandachtigheid. Daarom 
hebben we daar een apart boek over geschreven: 
aandacht is vandaag de dag immers een bedreigde 
zaak, is aan banden gelegd en schiet er maar al te 
gemakkelijk bij in. Presentie die wel die aandacht 
kan geven, wordt menslievend – daarover schreef 
Van Heijst (2005) een prachtig boek.
Wat is goede zorg eigenlijk? Omdat presentie kri-
tisch is, werpt ze telkens weer de vraag op wat 
dan goede zorg is, waaraan deze herkend wordt, 
hoe ze tot stand komt en wat erbij komt kijken. 
Zorg is in elk geval niet alles wat in de sector ‘zorg 
en welzijn’ aan mensen wordt verricht. We zullen 
elementen van dergelijke verkenningen naar goede 
zorg in deze bijdrage terugzien.
Aansluiten bij de ander. Dat is zo ongeveer het 
motto van de presentie, maar hoe gemakkelijk het 
ook klinkt, zo eenvoudig is het helemaal niet. 
Want wat is aansluiten eigenlijk, kun je ook een 
beetje aansluiten of is ‘een beetje aansluiten’ uit-
eindelijk hetzelfde als niet aansluiten; is aansluiten 
hetzelfde als afstemmen, als ik aansluit, kan ik dan 
nog wel afstand houden en kritisch blijven, en als 
ik aansluit bij iemand, stem ik dan ook in met de 
manier waarop hij of zij in het leven staat? 
Dergelijke vragen hebben we grondig uitgeplozen 
omdat ze bij de presentie horen.
Nabijheid en afstand. Het is bijna overal in zorg en 
welzijn een gouden regel dat je niet al te dichtbij 
•
•
•
•
•
moet komen, dat je afstand moet houden (niet te 
persoonlijk betrokken moet zijn), maar is dat echt 
een goed advies? In de presentie denken we van 
niet en werken we uit hoe je heel nabij kunt zijn 
zonder over de kop te gaan en zonder grenzen te 
overschrijden die gerespecteerd behoren te wor-
den.
Tragiek en noodlot. Of we het nu leuk vinden of 
niet, maar hoe goed ook onze hulp en steun zijn, 
in meer gevallen dan ons lief is, moeten we erken-
nen niet veel te kunnen uitrichten. ‘Beter maken’ 
en ‘verbeteren’ kunnen niet altijd, al heeft menig 
professional het er moeilijk mee dat toe te geven. 
En wie toch doorzet waar dat niet kan slagen, 
voegt waarschijnlijk leed en geweld aan mensen 
toe die dat het minst verdragen. Daarom denken 
we in de presentie na over goede steun in tragi-
sche omstandigheden. We komen er hierna kort 
op terug.
Eenzaamheid en kwartiermaken. De verschrikkelij-
ke kern van veel leed is eenzaamheid – ook daarop 
komen we hierna terug. Presentie weet en erkent 
dat we soms weinig tegen het lijden en het leed 
kunnen doen, maar waar we vaak wel wat aan 
kunnen doen, is die eenzaamheid. Presentie streeft 
ernaar mensen op te zoeken in hun verlatenheid, 
hen eruit te halen, dichtbij te houden en waar dat 
kan weer een waardevol lid van onze samenleving 
helpen te worden – daarover is reeds geschreven 
door Kal. In relatie staan en daarin betekenisvol 
(mogen) zijn, is in veel opzichten het adagium van 
de presentiebeoefening.
Een paar van deze speciale onderwerpen werken we 
hierna verder uit omdat ze een bijzondere betekenis 
hebben voor palliatieve zorg. Met deze opsomming 
hebben we duidelijk willen maken dat er méér relevan-
te ingangen en bijdragen zijn en dat de paar die we 
behandelen in een breder kader staan.
2 HELPEN IN RELATIE:  DE 
UITDRUKKINGSHANDELING
Als we willen bepalen wat deze presentie met haar bij-
zondere mogelijkheden, aandachtspunten en kenmer-
ken voor palliatieve zorg zou kunnen betekenen, moe-
•
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ten we eerst een idee hebben van de taken waarvoor 
palliatieve zorg staat. Daar bestaat veel en uitgebreide 
literatuur over – al drukt deze zich lang niet altijd uit in 
termen van opgaven of taken, maar vaker in ‘op te 
lossen problemen’ – maar ik vat het meeste wat erin 
wordt opgesomd, samen en schematiseer deze als 
volgt in drie dimensies van palliatieve zorg:
Fysiek, medisch in beperkte zin  
Palliatieve zorg bestaat hier vooral uit comfort bie-
den, angst en pijn bestrijden, benauwdheid weg-
nemen, doorliggen voorkomen, overgeven beteu-
gelen, geen geweld en zinloze handelingen toe-
voegen, sederen, enzovoort.
Existentieel  
Palliatieve zorg neemt hier de gestalte aan van 
hulp en steun bieden om het leven te leven dat 
(nog) geleefd zal worden, inclusief psychische, spi-
rituele, levensbeschouwelijke en ethische dimen-
sies ervan.
Sociaal  
Ten slotte betreft palliatie ook zorg hebben voor 
de naasten, de achterblijvers, de rouwenden; de 
uitgeputte, opgeluchte en ontredderde omgeving.
Typerend is – en dat is misschien anders dan velen 
denken – dat presentie niet tot één van deze dimen-
sies beperkt blijft, ook niet de tweede of derde, maar 
in de betekenisvervlechting van deze drie dimensies 
samen zit. 
1.
2.
3.
We kunnen dat met tal van voorbeelden illustreren. 
We kiezen er drie die voor de palliatieve zorg grote 
betekenis hebben. Om te beginnen het voorbeeld dat 
én hoe ik een doodziek iemand in bad doe (zie afbeel-
ding 1).
Voorbeeld 1: in bad doen
Het is duidelijk dat de eerste betekenis van die hande-
ling ligt in het register van: schoonmaken, hygiënisch 
en veilig te werk gaan, enzovoort. Gewoon goed was-
sen dus en daarbij niet uitglijden of je vertillen. Maar 
daarmee is de betekenis van het ‘in bad doen’ niet uit-
geput, want als ik het goed doe, laat ik meteen nog 
wat anders weten: dat je de moeite waard bent (wat 
helemaal niet vanzelfsprekend is bij verregaand ont-
luisterde mensen) en dat we een intieme ruimte bij 
elkaar betreden die affectief geladen is (ik zit aan je, ik 
heb wat met je, ik zie je kwetsbare kanten en geef daar 
passend blijk van). Precies deze betekenisvervlechting 
is typerend voor presentiebeoefening: we noemen dat 
een uitdrukkingshandeling (naar een woord van Van 
Heijst, 2005): (1) ik doe iets praktisch, nuttigs, noodza-
kelijks en (2) ik doe dat zo, dat ik tegelijk tot uitdruk-
king breng dat jij 
de moeite waard;
beminnenswaard;
waardig lid van deze wereld bent.
•
•
•
Afbeelding 1: De drie betekenisdimensies van (palliatieve) zorg geïllustreerd.
De fysieke betekenis:
schoon, hygiënisch, veilig
De existentiële betekenis:
jij bent de moeite waard om in bad te doen
De sociale betekenis:
ik heb wat met jou dat ik dit doe, je hoort
bij ons, jij laat mij bij jezelf toe
Ik doe iemand in bad
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Men ziet dat hier handeling en relatie vervlochten zijn. 
Handelingen als: in bad doen, het haar kammen, een 
bed verschonen, pillen geven, een appeltje schillen, het 
infuus aanleggen, eten geven (niet ‘voeren’), röntgen-
foto’s maken, uitleggen hoe ziek je bent. Ze vinden 
plaats in een relatie die telkens tot uitdrukking brengt 
‘wie jij voor mij bent’ (en omgekeerd: wie ik voor jou 
wil zijn). In de presentie doe je dus nooit ‘een klusje’ 
aan iemand: dat is trouwens zelden of nooit goede 
zorg. Wat echt helpt, is dat deze twee steeds samen-
gaan. In de presentie vragen we bij goede zorg: Wat 
kan ik voor je doen én wie mag ik daarbij voor je zijn 
(of omgekeerd)? Dat betekent dus steeds: een zeer 
goede afstemming op het verlangen van de ander zoe-
ken.
Voorbeeld 2: aandacht geven
Een ander goed voorbeeld van zo’n uitdrukkingshan-
deling vindt men in het geven van aandacht, zoals we 
dat in de presentie uitwerken. Centraal in de presentie 
staat aandachtigheid: de vrije, gespannen toewending 
naar de ander en ook daaraan kun je heel goed laten 
zien hoe je handelen en ‘in relatie staan’ kunt verbin-
den.
De eerste betekenissen van aandacht, zoals ik deze 
heb uitgewerkt, zijn instrumenteel: aandacht helpt om 
te begrijpen wat er loos is, wat goed voor iemand kan 
zijn, wat iemand kan verdragen, wat er gevraagd 
wordt, enzovoort. Met aandacht en door goede aan-
dacht te geven kun je dergelijke vragen beantwoorden 
(zie afbeelding 2).
Maar aandacht heeft ook een heel andere betekenis 
die niet of veel minder instrumenteel is: het doet men-
sen domweg goed als ze aandacht krijgen, als ze 
gezien worden, het troost ze, maakt ze sterk, zorgt 
ervoor dat ze niet over het hoofd gezien worden, haalt 
ze dichtbij en geeft ze warmte. Wie aandacht krijgt, 
krijgt ook de boodschap dat hij de moeite waard is (zie 
afbeelding 3 pagina 20).
Voor aandachtigheid is het dus niet goed als ze met 
handen en voeten gebonden is aan regels en protocol-
len, aan methodieken en stappenplannen, en aan 
vooraf bepaalde interesses en bedoelingen. In die 
gevallen wordt ze gemakkelijk blind en zelfs geweld-
dadig. Ze is dan verstopt, bezig met zichzelf. Ze moet 
zich vrijelijk op de ander kunnen betrekken omdat 
anders die tweede betekenis er niet uitkomt, namelijk 
dat aandacht ook een goed in zichzelf is en dus welda-
dig kan zijn. 
Voorbeeld 3: troosten
Een derde voorbeeld van dat samengaan van hande-
ling en relatie betreft de manier waarop we in de pre-
sentiebenadering denken over troost. We maken 
daarbij het volgende onderscheid (zie afbeelding 4 
pagina 20).
Afbeelding 2: De instrumentele betekenissen van aandacht.
Diagnose Tot begrip komen van wat er speelt
Bonum Regulatieve idee vinden: Wat kan hier voor deze
ene, nu, als een goed gelden?
Voorzichtigheid
Overwegend
instrumentele betekenis
van aandacht
Zoeken van afstemming op de ander en 
feedback opnemen
Inschrijfbaarheid Beantwoording van de vraag: Wie kan ik 
voor je zijn?
Aanspreekbaarheid Als aandachtige betrokkene is de professional
echt en speelt geen meelevendheid
Responsiviteit Bereid zich te voegen naar de eigenaardigheden
van de verschijnselen; nauwgezette controle op
de uitwerking van wat je doet en zegt
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Als ik troostend op de ander die (hevig lijdt) betrokken 
ben, kan mijn aandacht vooral uitgaan naar het leed, 
de kwaal of ‘het ding’ (de kanker, het braken, de kwa-
liteit van het bloed, de oorzaak van de afasie, enzo-
voort). Dat zal zo zijn als ik wil begrijpen wat er 
gebeurt, als ik ernaar streef de pijn te verlichten of ver-
mijden. Maar als we goed beseffen dat de kern van 
veel lijden juist de eenzaamheid is waarin de pijn wordt 
beleefd, kan mijn aandacht het best ook en zelfs bij 
voorrang uitgaan naar de lijdende, naar de mens die 
het allemaal dragen moet, die zich verlaten en in die 
pijn opgesloten voelt. Ik kan hem bergen in mijn aan-
dacht, aanbieden op te nemen in een relatie met mij 
en hem bijstaan om het leven te leven dat op dat 
moment geleefd moet worden. Al mijn praktische hulp 
moet dáár in passen, mag die wil om de ander nabij te 
zijn niet torpederen. Pijn bestrijden, braken intomen, 
bloed onderzoeken zijn allemaal zeer welkom, behalve 
als ze de lijdende niet helpen zijn leven te leven en 
hem daarentegen verder vereenzamen. 
3 GOEDE PALLIATIEVE ZORG 
VOLGENS PRESENTIE
Zo zijn er (veel) meer kernbegrippen uit de presentie-
theorie die vertaald worden in de uitdrukkingshande-
ling en op die manier eraan bijdragen dat er praktisch 
goede zorg wordt gegeven. We kunnen ze in dit 
bestek niet allemaal presenteren, maar we kunnen, 
meer in het algemeen, wel laten zien hoe goede pallia-
tieve zorg er volgens de presentiebenadering uit zou 
Afbeelding 3: Aandacht als een goed in zichzelf.
Sociale insluiting In tel raken en in relatie gebracht worden
In het/ons leven
roepen
Tot een eigen bestaan en tot een eigen
articulatie van verlangen komen in relatie
Erkenning
Overwegend
inhoudelijk-immanente
betekenis van aandacht
Een geldige plek innemen met respect voor
het verschil
Potenties zien Meer aflezen aan het defecte dan louter het
kapotte: tot leven kijken
Troosten Verplaatsende berging van de eenzame, die 
het middelpunt van lijden is
Nabijheid en
uitverkiezing
De insluiting van de ander aan wie voorbij
gezien had kunnen worden
Afbeelding 4: Troosten, georiënteerd op de zaak of op de mens.
Leed
Kern van veel pijn is eenzaamheidTroosten
Ding/zaak
• Verklaren
• Verkleinen
• Mijden
Lijdende
Mens/
relatie
• Bergen
• Verplaatsen
• Ermee kunnen/
• moeten leven
2 0
P
R
E
S
E
N
T
IE
 E
N
 P
A
L
L
IA
T
IE
V
E
 Z
O
R
G
S O C I A L E  I N T E R V E N T I E  -  2 0 0 7  -  J A A R G A N G  1 6 ,  N U M M E R  3
zien. En steeds ziet men dan die verwevenheid van 
handeling en relatie, zoals hiervoor geschetst. Behalve 
de elementen die daar al werden genoemd, moeten 
we de grote drie opgaven waarvoor een palliatieve 
patiënt (en zijn naasten en zorggevers) staat, uitwer-
ken. Dat gebeurt hierna en we steunen bij die schets 
van opgaven op Grypdonck, die ze in enkele artikelen 
(2000, 2002, 2005 en 20063) wisselend maar indrin-
gend in beeld heeft gebracht. 
Vanuit de presentie gezien zijn drie opgaven cruciaal: 
(1) zorgen dat het vreselijke lijden niet alles bezet, (2) 
kunnen leven met de waarheid (van de op handen zijn-
de dood) en (3) betekenis en zin kunnen beleven aan 
het leven dat rest. Presentie helpt deze drie opgaven te 
verstaan en tot een goed einde te brengen. Ik zal laten 
zien wat deze drie opgaven behelzen en hoe presentie 
werkelijk helpt om ze tot een goed einde te brengen.
3.1 Lijden aankunnen
De eerste opgave is om ervoor te zorgen dat lijden niet 
alles bezet. Groot lijden doet dat uit zichzelf immers: 
het legt met zijn volle gewicht de hand op het waken 
en slapen, op de eetlust en fantasie, op de gevoelig-
heid voor licht en geluid, op de lust en de hoop, op je 
lopen en zitten. Groot lijden is nooit plaatselijk. Het 
neemt alles in beslag en laat weinig anders de ruimte. 
Een ware huistiran dus. Daarom is een van de eerste 
opgaven voor de zorggever om onder die bezettings-
macht wat leven vandaan te (helpen) halen, ruimte te 
maken voor andere dingen dan het lijden en er zorg 
voor te dragen dat die opnieuw veroverde ruimte 
gevuld kan worden met wat zacht is, zinvol, rustge-
vend, afleidend, troostend. Als dat enigermate lukt, 
wordt de doodzieke opnieuw lid van onze wereld en is 
hij of zij niet langer verzonken in pijn en lijden. 
Natuurlijk kan die herwonnen ruimte niet verbloemen 
dat het leven een aflopende zaak is en de dood aan-
staande, maar goede zorg kan wel het getob vermin-
deren. Het angstige gepieker hoe je sterven zult, of je 
pijn zult lijden en gaat stikken, of je bang zult zijn en je 
liefste(n) nog herkennen kunt, hoe lang het nog gaat 
duren, of je bij bewustzijn zult zijn of zachtjes weg-
glijdt: het is dikwijls een martelende onzekerheid en 
een benauwend getob die het bijna onmogelijk maken 
nog ruimte voor wat anders te hebben. Toch kan de 
goede, presentie-achtige zorgverlener tegenover al die 
onzekerheden één zekerheid zetten: wat het ook zal 
worden, ik ben en blijf bij je. En zo kan de zorggever 
– vrijwilliger of niet – de patiënt bijstaan in de aanvaar-
ding van zijn lichamelijk verval, of dat nu het verlies 
van decorum betreft of van fysieke mogelijkheden. In 
de hartelijke bejegening kunnen die beperkingen aan 
belang verliezen en min of meer irrelevant worden; ze 
kunnen desnoods gezamenlijk betreurd en vervloekt 
worden; in de goede zorg wordt de gebrekkigheid 
opgevangen en niet nog eens ingepeperd; door nabij-
heid wordt de afstotelijkheid soms tenietgedaan omdat 
er wat anders telt dan de afstotelijkheid.
Presentie bevordert hier: nabij blijven in wederkerige 
relatie en de lijdende als persoon ‘herstellen’; de pijn 
verminderen door zorgen dat + zorgen voor te combi-
neren en door mensen trouw op te zoeken in hun ver-
latenheid en verwarring, in hun eenzaamheid. Het ver-
schil tussen zorgen dat (werk verzetten) en zorgen 
voor (omzien naar) is uitstekend uitgewerkt door Jan 
Vorstenbosch (2005).
3.2 Met de waarheid kunnen leven
Mensen die zelf niet in die situatie verkeren, kunnen 
het soms niet begrijpen, maar stervenden en ook 
anderen bij wie het leven ernstig in het gedrang is 
geraakt, kunnen met meerdere, onderling tegenstrijdi-
ge waarheden leven. Het ene moment neemt men 
afscheid en huilt om de aanstaande dood, het volgen-
de moment boekt men een reis naar de zon voor over 
zes maanden, maakt men plannen voor na de gene-
zing en weet men zeker de lijster nog te zullen horen. 
Dat is onlogisch, ongerijmd en ons gevoel verzet zich 
er dikwijls tegen: het is het een of het ander. En als het 
dat niet is, is de betrokkene ver heen, verkeert hij of zij 
in de ‘ontkenningsfase’ of faalt de coping-strategie. 
Men koestert valse hoop en daarin gaat de goede 
zorggever niet mee. Althans, zo hebben velen het 
geleerd en zo zullen velen het opvatten.
Maar het ligt allemaal aanzienlijk ingewikkelder. Zieken 
in de palliatieve fase kunnen vaak wel degelijk meer-
dere waarheden tegelijk aan, zijn dan niet gek en doen 
ook niet aan de ontkenning van hun lot. De dwinge-
landij van de strenge logica snijdt in hun situatie echter 
geen hout: maar alles wat helpt te leven, is logisch om 
te doen. Spelen met de hoop is ook een manier van 
overleven, van wennen, van denken, van je overge-
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ven. De hoop is geen product van een logisch vlekke-
loze redenatie en slechts sommige hoop berust op 
kansberekening. Ongerijmde hoop is niet zomaar iden-
tiek met ‘valse hoop’. Goede zorggevers kunnen iets 
met dat spel, met dat gevecht om te leven en te ster-
ven, met die ongerijmde hoop. Ze zullen de hoop niet 
doden maar evenmin meegaan in wat onrealistisch is; 
ze durven de dood en hun onmacht wáár te hebben. 
Presentie bevordert en stimuleert hier naar haar eigen 
aard de moed (van omstanders en zorggevers) om 
erbij te blijven, ook als het verschrikkelijk en intens ver-
warrend wordt. Haar naam ‘presentie’ zegt het al: niet 
verlaten! Ze helpt (zoals we al zagen) de tragiek onder 
ogen te zien en een plek te geven. We noemen dat in 
de presentie: helpen te leven in een gebroken perspec-
tief. Met het uitzicht dus dat het niet ‘goed’ wordt, of 
beter geformuleerd dat elk goed gepaard gaat met 
betreurenswaardige pijnlijkheden en nooit onverdeeld 
goed is (van een mooi afscheid word je ook intens ver-
drietig en van geïntensiveerde vriendschap word je 
behalve blij en dankbaar ook bijzonder kwetsbaar). In 
de presentie waken we ervoor geen waarheid op te 
dringen, ook niet die van de onafwendbare dood. 
Goede zorggevers weten maat te houden. 
3.3 Betekenis vinden
De derde opdracht van de palliatieve zorg die we op 
het oog hebben, legt zich erop toe te vieren wat er 
(nog wel) is: dat de peer zacht en sappig is, dat het 
licht mooi naar binnen valt, dat het badwater geurt, de 
sweater van zachte mohairwol is en dat de muziek je 
wiegt en draagt of dat het bezoek er genoegen in 
schept goede herinneringen met je op te halen. Deze 
opdracht van de palliatieve zorg sluit aan bij de eerst-
genoemde: het lijden aankunnen. De blik wordt nu 
gedraaid, niet steeds op het verlies gefixeerd maar ook 
gericht op wat er nog genoten kan worden en dat 
genieten helpen te bevorderen, mogelijk maken. Een 
goede zorggever wéét waarmee de patiënt een plezier 
wordt gedaan: welk eten, welk bezoek en hoe de kus-
sens ontspanning geven. Maar we weten dat in deze 
levensfase kleine dingen ook gemakkelijk een (onver-
wacht) grote betekenis en heftige intensiteit krijgen: 
een verloren of al te bekend psalmwoord raakt de ster-
vende diep, een eenvoudige tekening ontroert intens 
en zelfs de kat die op bed springt en van de dood geen 
weet lijkt te hebben, doet de patiënt hevig aan. Goede 
zorg dempt en mijdt deze heftige emoties niet maar 
helpt ze actief te hanteren: ze te genieten en een plek-
je te geven. Om dat te kunnen moet de zorggever 
leren wat (nog) in iemands leven past en vooral clichés 
en stereotypen mijden. Wat de een plezierig vindt 
(klassieke muziek, een gesprek over de eigen begrafe-
nis, zachtjes gemasseerd worden), zal de ander met 
weerzin vervullen. 
Ook hier zal de presentie behulpzaam zijn: ze bevor-
dert sterk dat de zorggever het perspectief en de logi-
ca van de ander gaat innemen en dus leert zien wat de 
ander past, pleziert, deugd doet. De presentie is tege-
lijk een permanente oefening om vrije aandacht te 
hebben en dus onthecht te zijn: niet wat mij als zorg-
gever nuttig, verstandig, noodzakelijk lijkt om te doen 
of uit te zoeken, komt op de agenda, maar wat de 
ander past en helpt. En ten slotte, niet het belangrijk-
ste maar wel aangenaam is het vermogen van de pre-
sentiebeoefenaar om de verdunde ernst te beoefenen: 
de kunst om serieuze zaken tussen neus en lippen, tus-
sen washand en paplepel te bespreken. Dat is werkelijk 
iets heel anders dan ernstige kwesties geconcentreerd, 
van aangezicht tot aangezicht, aan tafel in een afge-
sloten ruimte uit te diepen. Als het ook ‘verdund met 
het alledaagse leven’ kan gebeuren, valt iets van de 
zwaarte weg, kan als het ondraaglijk wordt naar belie-
ven en soepel worden overgegaan op wat anders (de 
grote groene sloffen op de vloer, de scheefhangende 
deur, enzovoort) en kan even gemakkelijk de draad 
weer worden opgepakt. In ons presentieonderzoek 
zien we het steeds weer en voor velen is deze manier 
van praten veel aangenamer dan het zware bomen 
waar geen ontsnappen aan is.
4 CONCLUSIES
We hebben in kort bestek willen verhelderen wat pre-
sentie voor palliatieve zorg kan betekenen en hoe ze 
helpt om te bedenken wat palliatieve zorg is en zou 
moeten doen. Presentie daagt ons op een fundamen-
tele manier uit doordat ze telkens weer vraagt: Wat 
maakt zorg tot goede zorg? We zagen hiervoor drie 
antwoorden voorbijkomen: (1) radicaal aansluiten bij 
de ander en diens kwetsbaarheid en verlangen; (2) in 
relatie gaan staan en die relatie beheren overeenkom-
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stig het doel ervan en (3) zorg verlenen in uitdruk-
kingshandelingen. Presentie is dus aandachtige zorg 
waarin praktisch doen en laten steeds tegelijk óók de 
uitdrukking is van menslievende nabijheid, die de 
andere uitgraaft uit zijn lijden. Presentie is daarom een 
heel geschikte basistheorie voor palliatieve zorg, ook al 
omdat – omgekeerd gezegd – in goede palliatieve zorg 
volop sporen van presentie zitten. Die kunnen met de 
presentietheorie en haar begrippenapparaat opge-
spoord, doordacht, versterkt en verbeterd worden. De 
presentietheorie kan daardoor helpen een deel van de 
palliatieve zorg die niet zozeer vanuit de medische of 
verpleegkundige hoek noch vanuit de ethiek in strikte 
zin gedacht wordt, te ontwikkelen.
Maar presentie wijkt (sterk) af van wat vandaag de 
dag gebruikelijk is in de zorg. Zo is daar de openheid 
weggedrukt en is juist regelgeleiding verplicht gesteld: 
niet te nabij zijn, emoties zijn een hinderpaal, aandacht 
moet gegeven worden volgens een tevoren uitgestip-
peld patroon, hoop die ondubbelzinnig moet zijn, de 
waarheid die gezegd zal worden, enzovoort. In deze 
lijn zullen trainingen erop aangelegd zijn om wat 
goede zorg volgens de presentie is, er radicaal uit te 
trainen, niet alleen bij professionals maar steeds vaker 
ook bij vrijwilligers: hun wordt geleerd allerlei vanzelf-
sprekende ‘menselijke’ kwaliteiten achterwege te laten 
en zich te verzakelijken. Goede zorg is verzakelijkt, 
rationeel doordacht en gepland, beheerst en voor 
zover ze dat niet kan of wil zijn, rukt men een blikje 
vrijwilligers open, als compensatie voor en dus naast 
professionele zorg. 
Maar we zien, zoals Leget (2006) recentelijk nog eens 
kritisch opmerkte, ook precies het omgekeerde: het 
zoek- of mooi maken van de dood door alle ruimte 
aan de emoties te geven. In dat geval is er voor de 
moderne vrijwilliger (en professional) niets mooiers 
meer te beleven dan de diepe emoties waarmee het 
bijstaan van de stervende gepaard gaat; ja, de dood 
zelf wordt een machtig mooie en intense ervaring die 
men niet graag mist. Zulke prachtervaringen biedt het 
veilige en afgevlakte leven niet vaak meer! Dat estheti-
seren van de dood is echter ook een vorm van ontken-
nen en wegmaken (onder meer van de gruwelijkheid 
van alle eindigheid), precies dat ontkennen en zoek-
maken is wat de presentie niet wil en waarbij ze de 
middelen verschaft om het ook niet te doen.
Presentie laat zien dat wat goede zorg aan het eind 
van het leven is, ook goede zorg midden in het leven 
kan zijn. Present zijn is een gift aan de ander, een pre-
sentje, en zo ook aan de zorggever en uiteindelijk ook 
aan de samenleving die fatsoenlijk wil zijn.
NOTEN
Dit artikel is een bewerking van een lezing welke 
de auteur op de Landelijke Vrijwilligersdag VPTZ, 
13 november 2006, heeft uitgesproken.
Zie onder aan deze bijdrage voor een overzicht 
van presentieliteratuur.
Het betreft hier niet-gepubliceerde voordrachten 
van Mieke Grypdonck uit 2006, welke ik heb 
mogen lezen.
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SUMMARY
What is the value of presence approach in 
reflecting on palliative care? That’s the central 
question of this article. The basic principles of the 
presence approach, extensively elaborated in ‘Een 
theorie van de presentie’, are explained. The 
author identifies three issues palliative patients are 
confronted with and argues that a presence 
approach can help them solve these issues. By 
doing so, it will become clear that presence 
approach offers a good foundation for palliative 
care and that in fact all good palliative care shows 
signs of ‘presence’.
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Abstract
Background: In primary care, GPs usually provide care for patients with chronic diseases
according to professional guidelines. However, such guidelines are not available in the Netherlands
for patients with recurring psychoses. It seems that the specific difficulties that GPs experience in
providing care for these patients hinder the development and implementation of such guidelines.
This study aims to explore the chances and problems GPs meet when providing care for patients
susceptible for recurring psychoses, including schizophrenia and related disorders, bipolar
disorder, and psychotic depression.
Methods: A qualitative study of focus group discussions with practising GPs in both town and rural
areas. Transcripts from three focus groups with 19 GPs were analysed with the computer program
'Kwalitan'. Theoretical saturation was achieved after these three groups.
Results: Analysis showed that eight categories of factors influenced the GPs' care for psychotic
patients: patient presentation (acute vs. chronic phase), emotional impact, expertise, professional
attitude, patient related factors, patient's family, practice organization, and collaboration with
psychiatric specialists.
Conclusion: Current primary care for psychotic patients depends very much on personal
characteristics of the GP and the quality of local collaboration with the Mental Health Service. A
quantitative study among GPs using a questionnaire based on the eight categories mentioned above
would determine the extent of the problems and limitations experienced with this type of care.
From the results of this quantitative study, new realistic guidelines could be developed to improve
the quality of care for psychotic patients.
Background
Chronic, relapsing psychoses are psychiatric diseases
which have serious implications for the quality of life of
both patients and those around them. Usually the general
practitioner (GP) is the first contact when disturbing
symptoms occur that are severe enough to cause alarm
within the family. When the GP recognizes the psychosis
and the patient allows himself to be referred to a psychia-
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trist, the GP becomes a concerned observer. Information
is received from the family, the patient, and the specialist.
The GP is the first to be consulted if a patient has physical
complaints. However, patients with chronic psychoses are
less capable than other patients of interpreting physical
signs, as well as solving their problems and caring for
themselves, which leads to an increased responsibility on
the part of health care workers. For example, the co-mor-
bid conditions of schizophrenia include anxiety, drugs
and alcohol abuse, weight gain, diabetes mellitus, cardio-
vascular diseases, and general consequences of an
unhealthy lifestyle [1,2]. In short, this is a group of
patients who are chronically ill and for whom the GP is a
convenient provider of continuing care with easy access.
As with other chronic conditions, guidelines for the pri-
mary care of patients with schizophrenia would improve
the quality of care [3,4]. The implementation of a proto-
col outlining such guidelines requires that the interven-
tions are realistic and that the GP is willing to apply them.
Or as Paul Rowlands states: implementation is likely to be
best achieved through a sense of ownership of the guide-
lines and a process that borrows from their spirit, which
emphasises collaboration, building on the strengths and
good practice already present [5,6]. Research has shown,
however, that GPs have little interest in psychotic condi-
tions and patients with schizophrenia are less likely to
receive physical health checks in primary care [7,8].
A qualitative study was planned which explored what fac-
tors affect the willingness of GPs to provide care for
patients susceptible to recurring psychoses, including
schizophrenia and related disorders, bipolar disorder, and
psychotic depression. These results should be taken into
account when developing guidelines. The research ques-
tion was formulated as follows: what variables influence
the GP when he or she is caring for patients with psycho-
ses in the acute and chronic phase?
Methods
As this study concerns a relatively uninvestigated area, a
qualitative design with focus groups was chosen as
research method. It was necessary to explore several
aspects of the GPs' care (table 1), and pay particular atten-
tion to the problems experienced by GPs [9]. To obtain
the possibly varying opinions, the participating GPs
should differ in age, gender, and type of practice [10]. The
participants were selected by purposeful sampling. A
majority of experienced GPs was preferred so as to ensure
that our group of respondents had sufficient experience in
treating patients with psychoses. Practising GPs were
invited by one of the investigators (MO) to participate in
the study. All focus group meetings were led by a single
moderator: a psychologist and senior staff member of the
Department of Vocational Training of General Practice
UMCG. Two investigators (MO and JS) working inde-
pendently, categorized the fragments of text and divided
them into themes. The discussions were recorded digitally
and later transcribed. Any discrepancies were discussed
until a consensus was reached. The analysis was con-
ducted to the rules of qualitative research, based on the
elements of grounded theory [11,12]. The software pro-
gram Kwalitan was used to assign codes to each of the tex-
tual segments and to structure them in a decision tree
format.
Results
A total of fifty GPs was approached, of whom 19 agreed to
participate (table 2). GPs who declined to participate
found the time investment (90 minutes excluding travel
time) too great.
Three focus groups were organized: two in Groningen and
one in Amsterdam. Since the third focus group generated
no new aspects and saturation was reached, no further
groups were organized.
Nine female and ten male GPs participated and all except
one had considerable professional experience, from 7 to
more than 25 years. One GP was a locum. Thirteen GPs
had their practice in the city, three were practising in sub-
urban areas, and two had rural practices.
The analysis of the data resulted in eight categories being
identified: patient presentation, the emotional impact,
the expertise, the professional attitude, patient-related fac-
tors, the patient's family, the organization of the practice,
and the collaboration with secondary health care sources.
Table 1: Questions discussed in the focus groups
What experiences do you have with psychotic patients, and how do you feel about providing care for these patients?
How do you cope with a first and a recurring psychosis?
Pharmacotherapy, do you feel confident with it?
Have you developed a specific policy in counselling/supporting chronic psychotic patients? Who takes the initiative in making contact?
What kind of support and collaboration with the members of the family is there?
Do you feel competent in providing care for psychotic patients? If not, what sort of training do you need?
How do you feel about collaborating with the Mental Health Service?
How much satisfaction do you gain from providing care for psychotic patients?
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Patient presentation
When I have been asked to intervene because the patient's
behaviour makes the situation unbearable, I usually find the
patient in an embarrassing condition in which my abilities as a
GP are very restricted. (PG2)
Psychosis presents itself in many forms: from dramatic cri-
sis situations to calm, clear situations that include patients
with chronic schizophrenia who reliably take their antip-
sychotic medication. Also, GPs encounter addicted
patients who display compulsive or threatening behav-
iour, patients who are vulnerable to bouts of psychotic
depression, and patients who are excited and manic.
Some GPs also mentioned elderly patients, who halluci-
nate or are paranoid due to an organic brain syndrome
and who require a lot of GP support. The GPs made an
important distinction between the acute and the chronic
phase of psychosis. Although acute psychotic crises rarely
present themselves in the general practice setting, when
they do occur, they have a large impact on the GP and on
the organization of the practice.
The emotional impact on the GP
The experience which left the biggest impression on me involved
a father going through a psychotic crisis. He was threatening to
take this tiny baby away with him. The mother tried to grab the
child back, in the living room, and I uh... I contacted the Men-
tal Health Service and waited for help. (GP7)
It is the GP's responsibility to do the initial examination
during a psychotic episode. The GP's role in the actual
treatment is limited, however. Usually, family members
are the ones who seek help from the GP. The GP then
responds by assessing the patient's mental state with an
interview or information obtained from the family and
his own observations upon arrival at the scene. In a crisis,
GPs try to take the lead and restore order, but since they
have limited experience with psychotic crises, they often
feel powerless and depend on a quick response by the
Mental Health Service team. The case reports discussed in
the focus groups evoked a great amount of recognition of
the problems and clearly demonstrated the need for emo-
tional support. Most GPs feel alone, particularly when fac-
ing an acute crisis.
What the GPs experience and feel during a psychotic crisis
involving a specific patient may have a lasting effect on
the GPs' future attitudes towards that patient when caring
for him or her in the chronic phase of the illness.
And when the patient doesn't want to be referred, you can only
stand back and watch; and if he also refuses medication, you
can only hope that things stay calm... (GP17)
Besides the feelings of powerlessness, anxiety also plays a
role. GPs worry that patients with disturbed aggression
management will become violent. They fear for their own
personal safety, for disturbances in the GP surgery, and for
frightening other patients. One GP mentioned that his
anxiety was a result of feeling pulled into the psychotic
thoughts of the patient.
Of course I get scared.... with menacing people. A man once
came to my practice with very strange complaints. He was very
intimidating without actually becoming violent, yes, threaten-
ing and incomprehensible behaviour... (GP6)
Three GPs find great satisfaction in caring for patients with
schizophrenia, particularly during peaceful periods when
the patient is stable. This satisfaction also depends on how
knowledgeable the patient is about his disease, how easy
it is to talk to him.
Look, if he has something to do during the day, and he receives
reasonable care, and the situation doesn't get out of hand, then
I enjoy it too: when a certain amount of continuity is achieved,
then I enjoy my job. (GP3)
The GP's expertise
GPs find themselves able to recognize a psychosis. How-
ever, with a new psychosis it can take some time before
Table 2: The participants
Focus group 1
Nr. Sexe Years of experience Location
1 Female 20–25 Suburban area
2 Male 15–20 Suburban area
3 Male 5–10 City
4 Female 5–10 Suburban area
5 Male 20–25 City
Focus group 2
6 Male 20–25 City
7 Female 20–25 City
8 Female 5–10 City
9 Male 10–15 City
10 Female 10–15 Rural area
11 Male > 25 Rural area
12 Male 20–25 City
13 Male 20–25 City
Focus group 3
14 Male 20–25 City
15 Female 5–10 City
16 Female 15–20 City
17 Female 20–25 City
18 Male 5–10 City
19 Female 0–5 Locum
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the clinical picture is correctly interpreted. GPs do not
apply specific DSM categories, since they regard diagnos-
ing according to these categories the psychiatrist's respon-
sibility.
All GPs in this study refer young patients with a psychosis
to a psychiatrist, while at the same time, they are willing
to manage themselves older patients whose outlook is
limited, and who will benefit from supportive and pallia-
tive care.
Most GPs expressed the view that they have a limited
knowledge of pharmacotherapy. Starting a patient with
schizophrenia on antipsychotic medication is considered
to be the psychiatrist's responsibility. The GP's practice is
usually involved in restarting medication or continuing
prescription. For example, if experience with a previous
antipsychotic drug has been positive, the GP will prescribe
the same medication. In case of a newly diagnosed psy-
chotic patient, six out of the 19 GPs will start the patient
on antipsychotic medication themselves, whereas other
GPs are inclined to refer the patient to specialized care
immediately. GPs who initiate pharmacotherapy them-
selves hope to stabilize the patient, so that he or she is
open to communication and is able to agree to the referral
to a specialist.
You have built a relationship with the patient, and if you can
make use of that, then you should; you shouldn't refrain from
treatment because then you run the risk of delay. You have to
minimize delay as much as possible, so just start... (GP3)
Three of the GPs expressed the desire to learn strategies for
communicating with psychotic patients: 'how do I con-
nect with these people, how do I tell someone that he or
she is not rational, and what should my approach be?'
Communication problems are inherent to schizophrenia, this is
an important aspect of the disease: how do I communicate with
these people...?  If they are really confused, then you have to
take a different approach........ interview them differently from
one who is coherent. (GP7)
The GP's professional approach
General practice offers people an easy and non-stigmatis-
ing access to health care.
It is a matter of sensitivity, and being there for them. I think
this is the most important thing that you can be for the chronic
psychiatric patient: that they can come to you and that they
know that you know everything that has happened, and that
they don't have to explain everything....... that they can trust
you. (GP9)
The GP knows the context and background of most of his
patients and maintains the patient's medical file. When
problems occur, the GP is the first to respond, and he
often functions as the final safety net. However, GPs are
accustomed to working independently, and they generally
do not have the opportunity to discuss more difficult
patients with a team.
In the chronic phase, the practice assistant takes care of
repeat prescriptions and the GP only becomes involved by
request. Three GPs mentioned that they make use of
repeat prescription requests to invite the patient for mon-
itoring.
'Well no, says my assistant, I can't give you so many pills. It's
time for you to see the doctor'. That is just the way we do it, it
is an informal policy. Yes, just to see how things are going...
(GP16)
To build an effective doctor-patient relationship, the GP
chooses to maintain a neutral but interested attitude.
Most GPs do not actively follow patients with a chronic
psychosis. Only a few offer the occasional follow-up
appointment or ask the patient to come in when he or she
forgets to pick up a new prescription.
Patient related factors
The patient's age and his prognosis play an important role
in the care provided by GPs. Young people are always
referred to the psychiatric specialist. People with a stable
social context are referred less often than those without
one. GPs with an affinity for chronic psychiatry feel
ambivalent about their duties towards schizophrenic
patients who refuse treatment and who have been rejected
by society.
Patients who are not in treatment and whom I worry
about......... and at whom nobody else bats an eyelid, what
should I do with them............. (GP14)
The GPs do not know what to do with patients who refuse
every form of treatment. When the patient has an aggres-
sive attitude, the doctor may decide that he is unable to
handle the patient. There was a consensus among partici-
pants on the need for close monitoring of aggressive psy-
chotic patients by the Mental Health Service.
The patient's family
As GP you are also the family doctor and I think that is a strong
trump because you are very much involved with the family. You
give them support and advice on how to deal which leads to an
indirect coaching of the patient. (GP1)
The GP is a family physician, and all GPs consider it their
responsibility to provide support and care for all the
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members of the patient's family. The family of a schizo-
phrenic patient experiences stress and visits their GP more
often [13,14]. Several GPs commented that, with certain
patients, they invested considerable energy in caring for
the patient's family during the acute psychotic phase. This
concerned situations involving the family where the GP
was trying to restore the balance in the family. Further-
more, contact with the family is important during the ini-
tial interviews, making appointments to discuss therapy
compliance, and explaining the early recognition of
symptoms indicating relapse.
The organization of the general practice
The GP operates without protection and bears full respon-
sibility. House calls and office appointments are planned
in the short term, and the days pass according to a fixed
schedule. A crisis, however, happens without warning and
is very time consuming. This upsets the practice routine,
necessitating overtime hours.
A psychotic crisis is very time consuming and disturbs surgery
hours. You all know what a full Monday schedule brings
about.... (GP6)
To be able to manage a psychotic crisis at home, GPs find
it essential that a doctor-family relationship exists which
allows reasonably reliable agreements to be made. It is
equally important that the situation is surveyable and that
the Mental Health Service is available to assist. In hind-
sight, two GPs judged the responsibility of dealing with a
psychotic crisis and the time required for it to be consid-
erable. A social-psychiatric nurse is available to some of
the GPs in their practices for counselling patients and to
act as a consultant for the GP, but this nurse usually has
no experience of caring for patients with psychotic disor-
ders.
During the evening and at night, emergencies are covered
by GPs working from a centralised on-call centre. These
on-call GPs can ask for assistance of a social-psychiatric
nurse from the Mental Health Service if necessary.
Collaborating with psychiatric specialists
This topic led to heated discussions, in which feelings of
satisfaction, frustration, and powerlessness were
expressed. Positive experiences were recounted involving
nurses from the Mental Health Service who were willing
and ready to assist and cooperate with the GP in solving
problems. The GPs highly valued consultations with spe-
cialists and achieving shared care. Frustration following
an inaccurate assessment by mental health care services is
long felt by the GP who calls on acute psychiatric services,
as well as feelings of being misunderstood.
Sometimes I feel extremely powerless when it comes to the crisis
service.... then I think... I have been a GP for more than 15
years.., I know what's wrong with this patient! And nothing is
done. And then I'm the one who finds her dead on the sidewalk
the next day! (GP 16)
GPs do not feel their work is truly valued by the mental
health care workers. They mentioned examples in which
they felt excluded from the care of a patient. However, one
GP was quite satisfied with an emergency plan developed
by the psychiatrist in close consultation with the patient,
in which the GP was designated as the caregiver to be first
contacted in case of warning signs.
If necessary, I can fall back on the psychiatrist directly, but often
I can handle things on my own with these patients. (GP6)
If the consultant and the GP are known to each other per-
sonally, and they are aware of each other's capabilities and
skills with respect to the care of the patient, a foundation
for a productive collaboration develops. Some GPs say
that they would like to be more involved in the continu-
ing care of chronic psychiatric patients as long as they can
fall back on secondary health care resources when there is
a crisis.
Discussion
Continuing care that is focused on the patient and his
environment is the fundament of general practice. By
using a systematic and structured approach, GPs provide
care for patients with chronic physical diseases. Case man-
agement consists of the following elements: monitoring,
assessing the physical and mental functional status of the
patient, paying attention to the consequences for the fam-
ily, patient (and family) education and contributing to
specific, shared care with consultants.
Our study shows that the GPs refer all younger patients
with a first episode psychosis, but they do not apply a
proactive and structured approach when caring for
patients with a chronic recurring psychosis, which is rec-
ommended in the English guideline for schizophrenia [6].
GPs experience a difference between intervening during
an acute episode and caring for a chronic patient. An acute
psychotic crisis is stressful and can sometimes be threaten-
ing. Often the GP feels that he cannot resolve the crisis
and is dependent on the readiness of the Mental Health
Service to respond. Also, GPs often find themselves in a
position of solitary uncertainty when they offer to help
during a psychotic crisis. The tension that these crises
cause, may lead to some GPs avoiding these types of
patients' altogether.
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In the chronic phase, however, GPs do find satisfaction in
offering patients a familiar and easy access to care. Physi-
cal complaints are often used as a means of inquiring
about psychosocial circumstances, but GPs do not give
systematic, structured attention to the physical and psy-
chosocial aspects of this chronic disease. Patients with
schizophrenia have a higher risk of developing somatic
co-morbidities. In addition, these patients have more dif-
ficulty than other patients in obtaining access to the
health services for their somatic complaints [15]. This
means that the GP has to be extra vigilant regarding the
appearance and existence of such signs and symptoms.
Monitoring patients with schizophrenia, while paying
attention to physical health and individual self-care may
improve the state of health of these patients. Some GPs
experience a lack of specific skills necessary to treat these
patients. This finding is in agreement with the findings of
other research [16].
Having sufficient professional knowledge at one's dis-
posal does not guarantee good patient care. The physi-
cian's assets also play a role [17]. His emotions are partial
determinants for how the task is performed. Anxiety, for
example, can have a negative effect.
In our opinion the following conditions will be helpful
for the provision of good care of psychotic patients: hav-
ing compassion for this type of patient, being able to han-
dle feelings of powerlessness, not feeling rejected too
quickly, and not expecting gratitude.
An important requirement for the provision of care for
these patients is a well-defined collaboration with second-
ary health care services. Being able to rely on a rapid
response from the Mental Health Service in a crisis situa-
tion increases the GP's perception of being able to solve
problems in a satisfactory manner [18]. Patient care dur-
ing the chronic phase requires both parties to understand
and value each other's methods and to put this knowledge
to good use. GPs sometimes feel undervalued by the psy-
chiatrists; there is a need for greater acknowledgement of
the valuable and complementary role in the treatment of
chronic psychoses [16]. While on the other hand, GPs
have only modest interest in psychiatric diagnostic classi-
fication systems [19].
Development of GP's interest in providing care for psy-
chotic patients could be stimulated in several ways. In the
United Kingdom the National Health Service (NHS)
introduced mental health indicators in the new contract
with GPs as an incentive to apply a more systematic
approach to care, including the use of protocols and refer-
ral guidelines [6,20].
We assume that meeting the needs GPs have, could be
helpful to increase their involvement in developing a pri-
mary care guideline with specific task descriptions in the
complex multidisciplinary care for psychotic patients.
One of these tasks is the early detection of the first episode
psychosis [20,21]. In Birmingham the Early Detection In
Untreated Psychosis Trial had been designed to evaluate
the effectiveness of education interventions targeted GPs
on the early detection of young patients with a first epi-
sode psychosis [22].
Study limitations and strengths
All the participating GPs regarded the meetings as posi-
tive. It enabled them to share their experience on this
topic without being formally assessed. The audio tapes
show that the GPs expressed themselves freely and their
emotions appeared sincere. Our study included those GPs
who were willing to spend time on this topic. Non-
respondents were probably GPs who are not interested in
care for psychotic patients. Therefore, our findings do not
represent the attitudes of all GPs in The Netherlands. A
quantitative sequel in a representative sample of GPs is
necessary to determine the impact of these variables.
The strength of this study is the qualitative method that
really captured uncensored opinions and emotions of
GPs, resulting from actual experiences in this field.
Conclusion
GPs do not apply a systematic approach to psychotic
patients, but respond on requests of the patient and his
family. They interpret their tasks differently, depending
on personal affinities, experiences and the quality of the
collaboration with the local Mental Health Service. These
conclusions are the result of a qualitative study of experi-
enced GPs and are compatible with other studies [23-25].
On the basis of these results, we propose a questionnaire
for a quantitative study should be developed, which will
allow the appropriate weighting factor to be allocated to
the different variables. This will enable us to assess the
actual needs of GPs with respect to the care for psychotic
patients and to determine which interventions will con-
tribute to further development of their competence, as
well as interesting GPs in appropriating a primary care
protocol.
Competing interests
The author(s) declare that they have no competing inter-
ests.
Authors' contributions
MO initiated and organized the study, assisted by JS. MO
and JS analysed the transcripts. After reading the first draft
of the manuscript all authors provided critical comments.
Publish with BioMed Central   and  every 
scientist can read your work free of charge
"BioMed Central will be the most significant development for 
disseminating the results of biomedical research in our lifetime."
Sir Paul Nurse, Cancer Research UK
Your research papers will be:
available free of charge to the entire biomedical community
peer reviewed and published immediately upon acceptance
cited in PubMed and archived on PubMed Central 
yours — you keep the copyright
Submit your manuscript here:
http://www.biomedcentral.com/info/publishing_adv.asp
BioMedcentral
BMC Family Practice 2007, 8:37 http://www.biomedcentral.com/1471-2296/8/37
Page 7 of 7
(page number not for citation purposes)
MO and JS have written the final manuscript, which all
authors read and approved.
Acknowledgements
We would like to thank the general practitioners who participated in this 
study. This qualitative study has been funded by the Mental Health Stimu-
lating Project from the Ministry of National Health.
References
1. Brown S: Excess mortality of schizophrenia. A meta-analysis.
Br J Psychiatry 1997, 171:502-508.
2. Hennekens CH, Hennekens AR, Hollar D, Casey DE: Schizophre-
nia and increased risks of cardiovascular disease.  Am Heart J
2005, 150:1115-1121.
3. Burns T, Kendrick T: The primary care of patients with schizo-
phrenia: a search for good practice.  Br J Gen Pract 1997,
47:515-520.
4. Citrome L, Yeomans D: Do guidelines for severe mental illness
promote physical health and well-being?  J Psychopharmacol
2005, 19:102-109.
5. Rowlands P: The NICE schizophrenia guidelines: the challenge
of implementation.  Br J Psychiatry 2004, 10:403-412.
6. National Institute for Clinical Excellence: Schizophrenia: full
national clinical guidelines on core interventions in primary
and secondary care.  London: NICE; 2002. 
7. WOK, Centre for Quality of Care Research: De rol van de huisarts
inzake geestelijke gezondheidszorg (GP's role in mental health care)
Nijmegen Centre for quality of care research, University Medical
Centre St Radbout; 2002. 
8. Roberts L, Roalfe A, Wilson S, Lester H: Physical health care of
patients with schizophrenia in primary care: a comparative
study.  Fam Pract 2007, 24:34-40.
9. Pope C, Mays N: Reaching the parts other methods cannot
reach: an introduction to qualitative methods in health and
health services research.  BMJ 1995, 311(6996):42-45.
10. Kitzinger J: Introducing focus groups.  BMJ 1995, 311:299-302.
11. Malterud K: Qualitative research: standards, challenges, and
guidelines.  Lancet 2001, 358:483-488.
12. Ritchie J, Spencer L: Qualitative data analysis in applied policy
research.  Edited by: Bryman A, Burgess R. Analysing Qualitative
Data, London: Routledge; 1994. 
13. Boye B, Bentsen H, Ulstein I: Relatives' distress and patients'
symptoms and behaviours: a prospective study of patients
with schizophrenia and their relatives.  Acta Psychiatr Scand
2001, 104:42-50.
14. Tennakoon L, Fannon D, Doku V, O'Ceallaigh S, Soni W, Santamaria
M, Kuipers E, Sharma T: Experience of caregiving: relatives of
people experiencing a first episode of psychosis.  Br J Psychiatry
2000, 177:529-533.
15. Lester H, Tritter JQ, Sohoran H: Patients' and health profession-
als' view on primary c are for people with serious mental ill-
ness: focus group study.  BMJ 2005, 330:1122-1136.
16. Carr VJ, Lewin TJ, Barnard RE, Walton JM, Allen JL, Constable PM,
Chapman JL: Attitudes and roles of general practitioners in the
treatment of schizophrenia compared with community
mental health staff and patients.  Soc Psychiatry Psychiatr Epidemiol
2004, 39:78-84.
17. Lester H, Tritter JQ, England E: Satisfaction with primary care:
the perspectives of people with schizophrenia.  Fam Pract 2003,
20:508-513.
18. Verdoux H, Cougnard A, Grolleau S, Besson R, Delcroix F: How do
general practitioners manage subjects with early schizo-
phrenia and collaborate with mental health professionals?
Soc Psychiatry Psychiatr Epidemiol 2005, 40:892-898.
19. Verhaak PFM, Schellevis FG, Nuijen J, Volers AC: Patients with a
psychiatric disorder in general practice: determinants of
general practitioners' psychological diagnosis.  Gen Hosp Psych
2006, 28:125-132.
20. Shiers D, Lester H: Early intervention for first episode psycho-
sis.  BMJ 2004, 328:1451-1452.
21. Spencer E, Birchwood M, McGovern D: Management of first-epi-
sode psychosis.  Br J Psychiatry 2001, 7:133-140.
22. Tait L, Lester H, Birchwood M, Freemantle N, Wilson S: Design of
the BiRmingham Early Detection in UntREated psychosis
Trial (REDIRECT): a cluster randomised controlled trial of
general practitioner education in detection of first episode
psychosis.  BMC Health Services Research 2005, 5:19.
23. Nazareth I, King M, Davies S: Care of schizophrenia in general
practice: the general practitioner and the patient.  Br J Gen
Pract 1995, 45:343-347.
24. Lang FH, Johnstone EC, Murray DG: Service provision for people
with schizophrenia. Role of the general practitioner.  Br J Psy-
chiatry 1997, 171:165-68.
25. Simon AE, Lauber C, Ludewig K, Braun-Scharm H, Umbricht DS:
General practitioners and schizophrenia: results from a
Swiss survey.  Br J Psychiatry 2005, 187:274-81.
Pre-publication history
The pre-publication history for this paper can be accessed
here:
http://www.biomedcentral.com/1471-2296/8/37/prepub
End-of-Life (Care) Perspectives and Expectations of Patients With Schizophrenia
Kim Sweers a, Bernadette Dierckx de Casterlé b, Johan Detraux a, Marc De Hert a,⁎
a University Psychiatric Centre campus Kortenberg KU Leuven, Kortenberg, Belgium
b Centre for Nursing Sciences KU Leuven, Leuven, Belgium
a b s t r a c t
Background: Schizophrenia is a disabling and life-shortening psychiatric disorder due to disease, medication,
and lifestyle-related factors. It is therefore not unreasonable to assume that existential themes are important
for these patients.Methods: Transcripts of 20 patients were coded and analyzed thematically, using amodiﬁed
grounded theory approach in the exploration of perspectives and expectations of end-of-life (care). Results:
No fear of death, skilled companionship and preserving quality of life were major themes in the interviews.
Conclusion: This study showed that patients, despite emotional ﬂattening and cognitive deﬁcits, ﬁnd the
possibility to discuss end-of-life topics reassuring and some even therapeutic.
© 2013 Elsevier Inc. All rights reserved.
Because of the pervasiveness of associated deﬁcits and frequently
life-long course, schizophrenia is among the top ten leading causes of
disease-related disability in the world (Tandon, Keshavan, & Nasral-
lah, 2008). Patients with schizophrenia are confronted with losses in
several domains of life such as emotional and cognitive functioning,
social contacts, study and employment, and daily activities (De Hert,
McKenzie, & Peuskens, 2001). Moreover, research has shown that
schizophrenia patients have a 13–30 year shortened life expectancy.
Excess mortality from physical diseases andmedical conditions exerts
the greatest inﬂuence on this curtailed life-expectancy (De Hert,
Dekker, Wood, et al., 2009, De Hert et al., 2001; Laursen, 2011).
The losses experienced by these patients can induce an important
grieving process (Mauritz & van Meijel, 2009). The confrontation,
mostly at a relatively young age, with suicide(s) (attempts) of their
fellow patients and the knowledge of having to deal with a disabling,
long-term disease, potentially shortening their life-expectancy,
might confront them with end-of-life (EOL) questions more
frequently compared to the general population. However, to our
knowledge, no studies speciﬁcally focusing on EOL perspectives and
expectations among patients with schizophrenia are available.
Moreover, in general, relevant research concerning palliative or
EOL care for psychiatric patients is lacking and mostly limited to the
description of physical unbearable suffering in patients with
terminal illnesses (Sweers, De Hert, & Detraux, 2011; Woods,
Willison, Kington, et al., 2008). This could partly be due to the fact
caregivers avoid to address EOL issues, fearing that these patients
would be too emotionally unstable, possibly inducing or facilitating
suicidal behavior (Berghmans, Dickerson, & Termeulen, 2004;
Hewitt, 2010; Pompili, Seraﬁni, Innamorati, et al., 2011; Sweers
et al., 2011). Nevertheless, there is some evidence in the literature
(Taylor, Awenat, Gooding, et al., 2010; Woods et al., 2008) that
patients with schizophrenia ﬁnd the possibility to discuss suicide
reassuring, enlightening and therapeutic. Another potential reason
why research concerning EOL (care) for schizophrenia patients is
lacking, is their assumed mental incompetence or incapacity (e.g.,
the argument that speciﬁc psychotic symptoms, such as delusional
beliefs, may affect decision-making ability) (Berghmans et al., 2004;
Hewitt, 2010; Sweers et al., 2011; Valimaki, Leino Kilpi, & Helenius,
1996; Vollmann, Bauer, Danker-Hopfe, et al., 2003). Therefore,
questions regarding EOL issues, euthanasia or assisted suicide
would be redundant (Ganzini, Leang, Fenn, et al., 2000). However,
several studies showed that the majority of psychiatric patients are
capable of making important EOL decisions when they are in
remission (Baker, 2005; Candia & Barba, 2011, Candilis, Fletcher,
Geppert, et al., 2008; Foti, 2003; Foti, Bartels, Van Sitters, et al., 2005;
Van Staden & Krüger, 2003). One recent review showed that
although incapacity in psychiatric patients is common (20-30%),
the majority of these patients are capable of making treatment
decisions (Candia & Barba, 2011). Positive symptoms, negative
symptoms, severity of symptoms, involuntary admission, lack of
insight and treatment refusal were stronger predictors for incapacity
in acute and cognitive dysfunction in chronic patients (Candia &
Barba, 2011). Thus, rather than diagnosis, certain characteristics
inﬂuencing decision-making, such as conceptual disorganization,
predisposes these patients to incompetence concerning EOL issues
(Candilis, Foti, & Holzer, 2004).
This study reports the results of a qualitative design, conducted
with the objective of gaining better insight into the perspectives and
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expectations of patients with schizophrenia about EOL (care). Insight
into these aspects could enable caregivers to better understand and
cope with EOL experiences of these patients.
METHODS
Study Participants
Male as well as female patients were invited to participate if they
had a clinical diagnosis of schizophrenia (according to DSM-IV-TR
criteria) (American Psychiatric Association, 2000). As several studies
showed that psychiatric patients in remission are capable of making
and understanding EOL decisions (Candia & Barba, 2011; Foti et al.,
2005), only schizophrenic patients in remission were recruited. To
determine remission, eight systematic operational criteria of PANSS
items were used for which patients must attained a score ≤3 (mild)
for at least 6 months (Andreasen, Carpenter, Kane, et al., 2005; De
Hert, van Winkel, Wampers, et al., 2007; Opler, Yang, Caleo, et al.,
2007). Additional inclusion criteria were: age between 35 and
65 years, a minimum illness duration of 10 years and being in a
non-acute stage of the disorder. Patients with depressive or suicidal
behavior over the past half year were excluded. Participants were, in
collaboration with all treatment teams, recruited from two Belgian
psychiatric hospitals specialized in psychotic disorders. After receiv-
ing a list with suitable candidates from both hospitals, patients were
visited by the interviewer to see whether they wanted to participate
in the study. Interviews were conducted between March 2011 until
November 2011. This study was approved by the ethics committee of
the KU Leuven, campus Kortenberg.When giving consent, the aim and
procedure of the study were further clariﬁed.
Design
To present a rich and in-depth view of EOL (care) perspectives and
expectations of persons with schizophrenia, a qualitative design was
chosen. Data collection and analysis were inspired by the grounded
theory approach (Corbin & Strauss, 2008). This approach aims to
develop concepts and theoretical insights grounded in real-world
observations. Grounded theory is a systematic research method,
operating almost in a reverse fashion from traditional research. Rather
than starting with a hypothesis, the researcher gathers information by
in-depth interviewing, a useful qualitative data collection technique.
Once data are collected, essential phrases in the interviews are
marked, using a series of codes, which are extracted from the
interviews. However, an important characteristic of the grounded
theory approach is that data collection, data analysis, and sampling of
participants occur simultaneously. This means that we collected data
using in-depth interviews, categorized them, described the emergent
central concepts, and then repeated earlier steps. This method of
constant comparison was used to develop and reﬁne theoretically
relevant categories (Polit & Beck, 2012) (see further).
Data Collection and Analysis
Interviews were, depending on the participants’ preference,
conducted at the hospital or at the interviewees’ home, and generally
lasted about one hour. Before starting the in-depth interviewing,
sensitizing concepts were elicited from literature by the research
team and used as a topic guide for the interviewing process. Based on
these concepts, broad open questions relating to the experience of
living with schizophrenia and EOL situations, associated feelings and
reactions as well as the perceived impact of these experiences on the
person’s life and expectations about EOL (care), were formulated and
structured in thematic groups. This guide was adapted and reﬁned
according to the emerging insights during the research process. For
example, as all participants during the ﬁrst 10 interviews brought up
ideas about the termination of life in general as well as related to their
own personal situation, a question about “euthanasia” was added to
the topic guide for the next interviews.
When we observed that the ﬁrst 10 interviews did not provide
detailed information as much as we hoped for, a peer debrieﬁng with
independent experts (in schizophrenia, qualitative design and
palliative care) was organized to see what had to be done to elicit a
more profound picture of the participant's perspectives and expec-
tations. After this meeting it was decided to interview 5 of the ﬁrst 10
participants (selected at random) once again and that the following
10 persons would be given two meetings, lasting 1 hour each. It was
equally decided to use more close-ended questions to narrow the
participants' responses.
All interviews were recorded digitally and transcribed verbatim.
Transcripts were read independently by the interviewer and the
above mentioned expert in qualitative research, to identify the
essential phrases containing important EOL issues, using a series of
codes. These separate readings and the resultant codings were
compared and discussed until a consensus was reached. The
transcripts with the extracted codes were then imported into
NVivo9, a qualitative data management and analysis program
(NVivo, 2010). Similar codes are grouped into concepts and categories
which are the basis for the creation of a theory or theoretical insights
(Dierckx de Casterle et al., 2012). This process is illustrated in Figure 1.
Table 1 describes all concepts per interview.
RESULTS
Patient Characteristics
Patient characteristics are described in Table 2. Twenty-ﬁve
participants were considered suitable candidates for inclusion
according to the criteria outlined above. After being informed about
the study, ﬁve of them refused to participate (four participants did not
want to talk about the subject; one patient did not feel comfortable
because of related psychotic symptoms). Most of the participants
(n = 16) were ambulatory patients. Of the 20 respondents who were
included in the study, 12 were men and eight female. The mean age of
the sample was 47.3 years (range 38–61, SD = 6.9). Twelve of the
participants had a college or university degree; eight a high school
degree. Ten of the participants never attempted suicide; nine
attempted suicide at least once (minimum 1 and maximum 5
Category: Quality of life 
Physical domain
Code: physical 
exhaustion
‘When you have a 
long-term illness, you 
probably are 
exhausted when you 
have to die (Int 15).’ 
Code: long-lasting physical 
pain
‘I can deal with a lot 
physical pain, but still, it 
would be awful if I have to 
suffer a significant amount 
of pain before I die (Int 3).’
Concept:
Physical deterioration
Concept:
Physical pain
Fig 1. Example of analyzing interviews using a grounded theory approach.
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attempts); one patient attempted to commit suicide onmore than ﬁve
occasions. The mean GAF score of the sample was 61.5 (range 60–80,
SD = 7.8) (Schwartz, 2007; Startup, Jackson, & Bendix, 2002).
Considering remission rates, all twenty participants had a score of 3
or less on all eight remission items (Andreasen et al., 2005; De Hert
et al., 2007; Opler et al., 2007).
Patients' EOL Perspectives and Expectations
Three major perspectives and expectations were identiﬁed:
absence of fear of death, quality of life and skilled companionship
(Figure 2).
Death is a common topic of speculation and object of anxiety.
However, for patients with schizophrenia death is not an experience
to dread. Death is considered to be a naturally occurring phenomenon
Table 1
Descriptive Table of All Concepts Per Interview (n = 20).
Int 1 Not to die alone No physical pain Skilled companionship Friendship Loved
ones Family
No fear of death Right to pursue
euthanasia
Int 2 To die alone Autonomy No physical pain Availability of care Friendship Loved
ones Family
Death = feeling
of relief
Right to pursue
euthanasia
Int 3 Not to die alone Religion No physical pain Skilled companionship Friendship Loved
ones Family
Fear of letting go
of a loved one
Right to pursue
euthanasia
Int 4 Not to die alone Religion No physical pain Skilled companionship Friendship Loved
ones Family
No fear of death Against euthanasia
Int 5 Not to die alone Autonomy No physical pain Skilled companionship Friendship Loved
ones Family
No fear of death Right to pursue
euthanasia
Int 6 Receiving care Autonomy No physical pain Skilled companionship Friendship Loved
ones Family
No fear of death Against euthanasia
Int 7 Not to die alone Autonomy No physical pain Skilled companionship Friendship Loved
ones Family
Carpe diem Right to pursue
euthanasia
Int 8 To die with dignity No physical pain Skilled companionship Friendship Loved
ones Family
No fear of death Right to pursue
euthanasia
Int 9 Not to die alone Meaning
of life
No physical pain Skilled companionship Friendship Loved
ones Family
No fear of death Right to pursue
euthanasia
Int 10 Privacy No physical pain Skilled companionship Friendship Loved
ones Family
Unknown Right of self-
determination
Int 11 Not to die alone Autonomy Skilled companionship Friendship Loved
ones Family
No fear of death Right of self-
determination
Int 12 Autonomy No physical pain Skilled companionship Friendship Loved
ones Family
No fear of death Right of self-
determination
Int 13 Religion Autonomy No physical pain Skilled companionship Friendship Loved
ones Family
No fear of death Against euthanasia
Int 14 Not to die alone Meaning
of life
No physical pain Skilled companionship Friendship Loved
ones Family
No fear of death Right of self-
determination
Int 15 Not to die alone Meaning
of life
No physical
deterioration
Skilled companionship Friendship Loved
ones Family
No fear of death Right of self-
determination
Int 16 Not to die alone Meaning
of life
No physical pain Skilled companionship Friendship Loved
ones Family
No fear of death Right of self-
determination
Int 17 Not to die alone Meaning
of life
No physical pain Skilled companionship Friendship Loved
ones Family
No fear of death Right of self-
determination
Int 18 Not to die alone Meaning
of life
No physical
deterioration
Skilled companionship Friendship Loved
ones Family
No fear of death Right of self-
determination
Int 19 To die alone Meaning
of life
No physical pain Skilled companionship Friendship Loved
ones Family
Fear of death Against euthanasia
Int 20 Not to die alone Meaning
of life
No physical pain Skilled companionship Friendship Loved
ones Family
No fear of death Right of self-
determination
Table 2
Sample Characteristics of Patient Population (n = 20).
Range Mean SD % n
Age 38-61 47.3 6.9
Male gender 60 12
Subtype schizophrenia
Paranoid (295.3) 65 13
Schizoaffective disorder (295.7) 35 7
Highest level of educational attainment
High school 40 8
College 35 7
University 25 5
Living situation
Independent living 10 2
Independent living with home care 65 13
Psychiatric facility 25 5
Marital status
Single, never married 35 7
Married, relationship 20 4
Divorced, separated, widowed 45 9
Age onset of illness 10-32 20.9 4.6
Suicide attempts
Never 50 10
1–5 attempts 45 9
N5 attempts 5 1
GAF 60-80 61.5 7.8
Fig 2. EOL (care) perspectives and expectations.
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that is not frightening. Losing quality of life is the only thing they
really fear. Secondly, respondents refer to “skilled companionship”.
On the one hand they expect certiﬁed, highly trained and skilled
caregivers, upholding established medical standards and providing
the highest quality of EOL/EOLC. On the other hand, they equally want
to receive a highly personalized care, with care givers providing
support and preserving EOL autonomy. Thirdly, as already mentioned
above, securing quality of life should be the core of EOLC. Not being
able to access good quality end-of-life care, would mean undigniﬁed
suffering and dying. The quality-of-life items mentioned, can be
divided into four domains (Figure 3).
Perspectives
Absence of Fear of Death. Most respondents (15 of 20 respondents)
ﬁnd that death is not a frightening phenomenon. From their
perspective, death is the end of a life full of severe and sustained
suffering, a kind of liberation and a possibility to ﬁnd peace of mind,
an opportunity for a new beginning. When asked if they would
experience fear when facing death, the majority of the respondents
convincingly gave a negative answer.
‘I do not fear death or dying at all. I already died several times
during this life. Every time I had to let go of things, making space
for new things. Everything has a beginning and ending. Everyone
carries death inside, every moment cells die and relationships
come to an end.’ (Int 18)
Several respondents have expectations of a new life after death,
one without suffering. This expectation offers them rest and security.
‘I believe there is a second world. We all suffer during this lifetime
and maybe there is an afterlife, a life without suffering.’ (Int 17)‘In
my opinion, after death, there will be complete rest, relaxation.
That is why we should not be sad about it. Death brings relief. I
often do meet people who are afraid to die. I never experienced it
like that.’ (Int 2)
Those who were not convinced that there is an afterlife, see death
as a inherent part of life, as something we cannot avoid.
‘We are all equal in the presence of death. Rich or poor. Everybody
has to die sometime.’ (Int 1)‘Everybody has to die sometime, but
you never know when. Dying is a part of life. It is part of every
human life cycle. I am not really afraid to die, since I have already
tempted to commit suicide several times. I am really not afraid of
death.’(Int 5)
All participants reported a positive, reassuring feeling in talking
and discussing end of life. Most of them found it relieving and
even therapeutic.
Expectations
Skilled Companionship. When asking what qualities a good caregiver
should have, respondents answered unequivocal and consistently as
followed: ‘a person with a warm heart and knowledge, someone who
approaches you as a human being’. Having a good and trusting
relationship with skilled caregivers is very important to them.
Suffering from schizophrenia can make establishing and maintaining
relationships difﬁcult, contributing to the alienation of the patient
from his family, friends and society. Since a large number of patients
can be socially isolated, caregivers become important “players”,
especially when facing the end of life.
‘Yes, I surely would want my psychiatrist and nurse, who both
have been caring for me all those years, to be there at the end of
my life. Real, genuine persons who can take care of me, persons
treating you as a human being, not as a disposable thing.’ (Int 5)
Good palliative and psychiatric care requires, besides personally
involved caregivers who are able to be empathic listeners, also
effective pain relief, comfort and medical care as well as an expertise
in psychiatric diseases and palliative care.
‘It is good to have a relationship with someone who has the
expertise, to get support from someone whose is specialized in
that ﬁeld, a professional who already had the same experience
with other patients. Psychological this it is better for a patient.
Patients will feel safer because they know it is an expert. These
persons also have a better understanding of the situation, are
good listeners, can give advice and comfort when necessary.’(Int
3)‘I think that I want to be surrounded by my loved ones (if they
are still alive) and all caregivers who stood close to me during all
those years. At that moment when you still want to stay as long as
possible in this life and every hour counts, then you choose for
expertise.’ (Int 13)
Quality of Life
Physical Well-Being: Absence of Unbearable Physical Suffering.
Personality characteristics as well as previous experiences play a
major role in how an individual reacts to pain. Some respondents
already had a lot of experience with physical pain during the course
of their illness and thus have learned to cope and to live well
despite suffering. Despite this, patients still hope they do not have
to face unbearable physical suffering when confronted with end-of-
life decisions.
‘I can deal with a lot of physical pain, but still, it would be awful if I
have to suffer a signiﬁcant amount of pain before I die’ (Int 3)
Physical Well-Being: Absence of Physical Deterioration. Some
respondents fear, above all things, physical deterioration, identiﬁed
as the gradual loss of physical functions. The loss of physical
independency, becoming increasingly dependent on other people,
and the pain this causes for their loved ones, is horrifying for
several respondents.
‘Being long term ill and to die when you feel exhausted would be
terrible Your body is holding on to life, but psychologically, you
are ready to go. This is horrible, especially for friends and family.Fig 3. Relevant EOL quality of life domains from the perspective of patients.
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They will see how you slowly deteriorate, the physical deteriora-
tion I do not want that to happen and also I fear the suffering this
causes to my loved ones.’ (Int 16)
Psychological Well Being: Keeping Autonomy. People with schizo-
phrenia generally have problems with autonomy. Being constrained
by their illness, associated deﬁcits and the demands of treatment
constitute a limiting factor for daily living abilities, such as personal
and relational autonomy and working ability. Moreover, schizophren-
ic patients are still often considered as incapable of making their own
decisions (Berghmans et al., 2004; Hewitt, 2010; Valimaki et al., 1996;
Vollmann et al., 2003). This explains whymost participants stress that
making them more responsible and less dependent on the judgment
of their caretakers would really improve their quality of life when
facing EOL decisions.
‘For each patient to be able to choose his own way of death, with
dignity.’ (Int 8)‘I want people to let me do my thing, to let me do it
my own way, without complaining. I want to decide when my time
has come. That they let me spend the rest of my time like I want it
with the people I choose. You have to let people make their own
decisions, especially when it concerns the end-of-life.’ (Int 2)
Most respondents have a clear view regarding euthanasia. From
their perspective, they should have the right to pursue euthanasia
when life has become something without meaning or unbearable.
‘I think it is positive that a patient is able to ask for euthanasia. Every
person should have the right to decide, to say that it has been long
enough, when there is no more hope anymore and pain is getting
worse. Even when the pain stabilizes but you cannot take it
anymore, you must be able to say that it has been enough. (Int 3)
A few respondents state euthanasia is unacceptable because of
certain religious beliefs they have.
‘I am not pro euthanasia, because God has the power of life and
death. He gave us life and decides over life and death. It is not our
decision to make. Those who ask for euthanasia or commit suicide
are disrespecting God.’ (Int 11)
Social Concerns: Importance of Social Support. A restricted social
environment or even social isolation is one of the most important
consequences for schizophrenic patients (Shepherd, Colin, Harris,
et al., 2010;Wagner, Torres-Gonzalez, Geidel, et al., 2011). The disease
interferes with the quality and depth of relationships they have with
other people. The importance of a social context for schizophrenic
patients manifested itself in different ways during the interviews. All
respondents mentioned relationship values such as love, friendship
and family.
‘I do not have many friends but I have some and that is really
important. In fact, relationships will keep me stable. Psychosis is
losing your mind because you have become unstable and friends
and medication keep me more stable.’(Int 16)‘I want to
experience as much love as possible with my loved ones and
friends.‘(Int 3)
Social Concerns: Not to Die Alone. Respondents have the need of not
being physically alone when they will die. Some respondents would
like to spend the end of their life in the familiar surroundings of the
psychiatric ward. Support offered by care givers and their loved ones
when facing death will be appreciated.
‘No, I do not want to die alone. Looking into another person’s eye,
holding one’s hand all these things are not possible when the
other is not physically present when you die. Therefore, it is good
to be surrounded by people.’ (Int 18)
Nevertheless, some patients want to be alone when facing the EOL.
‘When you die you need to let go of things, I do not look forward
to it but I really do think at that moment I rather want to be
entirely alone.’ (Int 19)
Spiritual Well-Being: Giving Meaning to Life and Death. One
omnipresent existential theme in the daily life of a patients is to
ﬁndmeaning in life (Wagner et al., 2011). Schizophrenia can have far-
reaching consequences and even change things irreversible, not only
for patients but also for those caring for them. Patients have to deal
with their losses by accepting their diagnosis and treatment, trying to
bring a new meaning to their life. Therefore, many patients seek
meaning through religion, spirituality and/or philosophy and want to
enjoy life thoroughly before they die.
‘Giving meaning to your life, for example, helping an old lady
crossing the street. Doing something that is permanent, doing
good deeds for the people around me. Yes, that is what I like to
do…well. Being philosophical and enjoying and living life to the
fullest. And especially seeking for a meaning in life.’ (Int 7)‘I think
I would want to be with my loved ones, to enjoy every minute of
them and life. To gain courage, I would pray, everyday, so that I
would not be alone in my last battle.’ (Int 3)
DISCUSSION
No other area of bioethics has captured public interest and aroused
public concern more than medical decisions at the EOL. This is
reﬂected in the fact that, at this moment, euthanasia is still only legal
in three countries around the world: Belgium, the Netherlands and
Luxembourg. The Belgian Act on Euthanasia sets out two key
conditions for legal euthanasia. The ﬁrst criterium proposes that the
patient must be suffering from a serious, incurable disease for which
no further treatment is available. The second one states that the
patient’s suffering must be unbearably (Belgian Act, 2002).
In clinical practice there is a growing tendency to accept
increasingly broader deﬁnitions of “incurable disease,” not only
including traditional examples such as end-stage cancer and end-
stage organ failure, but chronic illnesses, such as multiple sclerosis
and chronic psychiatric illnesses (e.g. schizophrenia)as well. The
second criteria of the Belgian Act is the most problematic. Although
closely related with subjective feelings of hopelessness, demorali-
zation, and, in many cases, clinical depression, suffering caused by a
physical illness can be veriﬁed by physical tests and scales. Suffering
caused by a psychiatric illness is much more difﬁcult to quantify.
Therefore, a multidisciplinary assessment process with all stake-
holders is necessary to evaluate the unbearableness of suffering
caused by a chronic psychiatric disorder. An evaluation of progress
on the illness will guide this decision making process. Certain
questions can help this evaluation: ‘What was the age of onset for
psychiatric problems? What kind of treatments did the patient
receive? What is the course of the illness: periods of remission,
psychotic or depressive phases? Which symptoms causes the
suffering? Are these symptoms treatable?’
If all stakeholders arrive at the conclusion that there is no
reasonable prospect of improvement in the patient's situation then
the procedure for legal euthanasia can be considered. Procedural
criteria consist of the notiﬁcation of the euthanasia case to the ofﬁcial
review committee and the consultation of a colleague by the
attending physician (Gamester & Van den Eynden, 2009), A third
opinion should be given by another physician, who is independent or
impartial from both the patient, the attending physician and his
colleague. This independent physician should be competent to judge
the patient's condition. He has to read the medical ﬁle and examine
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the patient in order to judge whether the two above mentioned key
criteria have been met and whether the patient's request was
voluntary, well-considered, and repeated (in Belgium and Luxem-
bourg the law only prescribes this concerning patients not expected to
die in the near future). Finally, the independent physician must make
awritten report regarding his or her conclusions (Gamester & Van den
Eynden, 2009).
Despite a solid theoretical frame concerning legal euthanasia in
Belgium, talking about EOL still is a taboo topic in clinical practice.
This was one of the obstacles we were confronted with when
starting this study. While not openly opposed to the research,
initially one of the psychiatric wards declined to participate because
of this reason. Nevertheless, all patients in our study found speaking
about suicide as well as EOL (care) relieving and reassuring.
However, an EOL approach in these patients needs to be sensitive
and should address the many questions, concerns, and emotional
feelings that may surface (Claessens & Dierickx de Casterlé, 2003;
Valente, 2011).
EOL perspectives and expectations of patients with schizophrenia
are not speciﬁc. A recent critical review (Black, 2011), investigating
nonpsychiatric patients' expectations when facing the EOL, found
these patients to have similar priorities. In accordance with this
review, our qualitative study identiﬁed the need to have good and
trusting relationships with health professionals as essential in the EOL
care of every patient. Another important aspect emphasized by the
patients in our study was autonomy (Harps-Timmerman et al., 2009).
People with schizophrenia generally have problems with autonomy
both in the acute phase and when remitted. Associated deﬁcits
constitute a limiting factor for daily living abilities, such as personal
and relational autonomy and working ability (Berghmans et al., 2004;
Hewitt, 2010; Sweers et al., 2011; Valimaki et al., 1996; Vollmann et
al., 2003). Moreover, patients with schizophrenia are still often
considered as incapable of making their own decisions. Wagner et al.
(2011) identiﬁed the conﬂict resulting from the loss of autonomy as
one of the 4 omnipresent existential themes in the daily life of people
with schizophrenia. This explains why in our study most participants
stress that making them more responsible and less dependent on the
judgment of their caretakers would improve their quality of life when
facing EOL decisions (Pearson, 2006).
Remarkably, our study population was characterized by an
absence of fear of death in most patients. Most of them were male
(10 out of 15). This is in accordance with the study of Abdel-Khalek
(2005) who examined death anxiety in normal participants as well as
psychiatric patients (anxiety disorder, schizophrenia and addiction)
and found that, compared to all other groups including the nonclinical
participants (normal individuals), male patients with schizophrenia
attained the lowest mean scores on a scale measuring death anxiety.
However, because death anxiety presentation may vary among
individuals at different developmental stages in life and circum-
stances (Lehto & Stein, 2009), we cannot say whether this absence of
fear of death in our patients will still exist when actually dying or
being confronted with a life-threatening event.
Conducting qualitative interviews with seriously ill individuals
about EOL issues is challenging for interviewers (Shulman-Green,
McCorkle, et al., 2009). As mentioned in the method section,
interviews (especially the ﬁrst 10 interviews) tended to lack depth
concerning EOL topics. Despite the change in methodology after the
peer debrieﬁng and the fact that most of the interviewing
techniques used in our research were tailored for qualitative EOL
research with seriously ill patients, this remained mostly the same
for the following interviews. Several obstacles potentially explaining
the lack of depth were identiﬁed. Most detailed information was
obtained from three participants, who all were highly educated, had
a high premorbid level of functioning and had their ﬁrst episode
relatively late in life. Therefore, cognitive deﬁcits, one of the main
determinants of functional outcome, and affective ﬂattening were
explored as possible reasons preventing in-depth interviewing
(Barch, 2005; Nuechterlein, Barch, Gold, et al., 2004; Tan, 2009). A
prospective study (Gur, Kohler, Ragland, et al., 2006) showed that
patients with schizophrenia with at least moderate severity of ﬂat
affect overall performed more poorly on emotion processing tasks
(one that required identiﬁcation of happy and sad emotions and one
that required differentiating among intensities within these emo-
tions). However, in contrast to reduced expressiveness and deﬁcits
in perception, reported emotional experience in schizophrenia
appears normal across a range of evocative stimuli (Berenbaum &
Oltmanns, 1992; Kring, Kerr, Smith, et al., 1993). A recent study
conﬁrmed that there does not seem to be a diminished ability to
experience emotions, whether positive or negative (Oorschot et al.,
2011). This suggests a dissociation between reported experience of
emotion and its display (Aghevli, Blanchard, & Horan, 2003;
Oorschot, Lataster, Thewissen, et al., 2011).
Next to the general limitations of qualitative research, several
others can limit the generalizability of our ﬁndings. Sample size was
small and patients were mainly non-acute outpatients from only two
treatment settings. Another important limitation was that we have
not accounted for cognitive functioning and symptoms. At the time of
the interviews none of the patients was confronted with a potentially
terminal medical condition, so we were only able to capture their
perspective on an event in the future. One might argue that this kind
of study should be carried out with patients who are actually facing
EOL choices. However, from a research ethics perspective, it would be
very difﬁcult to justify the identiﬁcation and recruitment of these
individuals. Nevertheless, the exploration of EOL perspectives and
expectations in various phases of the disease is a necessary element to
enhance the generalizability of our ﬁndings.
This master thesis was an exploratory study. To our knowledge
no other qualitative research about EOL from a patients’ point of
view has been done before. This is one of the reasons why the
authors are planning further research based on the preliminary
ﬁndings of this study.
CONCLUSION
In comparison with the general population people with schizo-
phrenia overall have similar expectations about EOL. This ﬁnding is
reassuring and the expectation of respondents that EOL is negotiable
in a therapeutic relationship grounds that an optimalization of
expertise and skills are necessary for mental health care. The difﬁculty
in exploring EOL in general could be confounded by cognitive deﬁcits
and/or negative symptoms, as well as by the fact that EOL perspectives
can differ during various phases of the disease. These aspects should
be explored in future research on the topic. Furthermore a training for
caregivers concerning EOL communication and legal issues is needed
to bridge the gap between the palliative and psychiatric healthcare.
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Existential questions in 
schizophrenia: perception of 
patients and caregivers
ABSTRACT
OBJECTIVE: To examine existential questions in the daily life of people with 
schizophrenia and their caregivers.
METHODS: Qualitative study with focus groups. 146 people with 
schizophrenia (55% men) and 80 caregivers (75% women) participated. They 
came predominantly from primary and secondary health services of Argentina, 
Brazil, Chile, Spain, England and Venezuela. Each group had between six and 
ten participants. The data was explored through a content analysis process.
RESULTS: Four omnipresent existential themes were identiÞ ed from the 
discussions: the need for personal development and to Þ nd meaning in life; 
the need to be respected and not suffer discrimination or stigma; the conß ict 
resulting from the loss of autonomy; the importance of understanding the 
illness and recognizing it as an illness. The existential questions were closely 
associated with objective needs, such as the lack of occupational opportunities 
and employment, which generally result in a life without meaning.
CONCLUSIONS: It is necessary to develop a new type of health care in which 
both the consideration for the person with schizophrenia and their subjectivity 
are as important as biological treatment. Health promotion strategies need to 
combat stigma and use mechanisms of occupational inclusion.
DESCRIPTORS: Schizophrenia. Schizophrenic Psychology. Health 
Knowledge, Attitudes, Practice. Existentialism. Qualitative Research.
INTRODUCTION 
Although new research streams have added to the growing knowledge about 
mental health, the cure and normalization model continues to predominate. 
Psychopharmacological treatment, a paradigm of this model, has undoubt-
edly supported the development of improved health status, especially since 
the middle of the 20th century.7 Nonetheless, this is insufÞ cient, especially for 
populations that suffer severe functional incapacities such as schizophrenia. 
In addition to requiring diagnosis and appropriate pharmaceuticals, these 
individuals need to understand and manage the suffering caused by the illness.
Mental disorders such as schizophrenia limit social life and negatively impact 
self-esteem. Isolation, loneliness, anxiety, sense of emptiness and difÞ culties to 
Þ nd and maintain employment are almost constant themes. It is very difÞ cult 
for patients to face the stigma that imposes daily constraints of all kinds and 
limits their social and employment lives.23
What should the patient do to manage these problems? How do they under-
stand their existence as a person with a chronic illness that causes dramatic 
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guide assisted the coordinator to guide the discussion. 
The discussions were taped and later transcribed.
Data were explored through a content analysis process.4 
To increase reliability, some parts of the transcripts 
were individually coded by different team members 
and subsequently compared. Discrepancies in coding 
were discussed and resolved through consensus. The 
process of coding data was performed with the program, 
Qualitative Solutions and Research  Non-numerical 
Unstructured Data Indexing (QSR NUD*IST 4.0).18 
The dominant themes in the discussions lead to the 
categories analyzed.
The project was approved by the Research and Ethics 
Committee of the Hospital Materno-infantil Presidente 
Vargas, Porto Alegre Municipal Health Department 
(Process number 05-02, 3 April 2002).
ANALYSIS OF RESULTS AND DISCUSSION
Need for personal development
This category is related to the search for meaning in 
existence. It is strongly linked to the employment issue 
and ability to be productive. Due to the symptoms or 
the stigma, difÞ culty in Þ nding work is almost a rule 
for people with schizophrenia. Without performing an 
occupational activity, these people experience a sense of 
uselessness, feel unproductive, dependent and therefore 
inferior to others.
I would like to earn a good salary, have a home, chil-
dren but I am always tired, without energy to work
if I did not have this illness, I could be a doctor (Man 
with schizophrenia, Brazil).
Many participants reported experiencing immense 
disillusionment due to the realization that all their 
childhood friends have an organized life, employment, 
a partner and children, while they have no signiÞ cant 
accomplishments.
My mother used to tell me !when your father and I are 
dead you will wait for your siblings with lunch, with 
clothes, in an organized home"... Then that was the 
last thing I wanted, learn how to cook and wait for my 
siblings for when they arrive from work#... How so? 
Because I have schizophrenia I will have to stay put in 
the house, by myself, without children. (Woman with 
schizophrenia, Chile).
For some participants, a possible solution for these 
problems would be the availability of occupational ther-
apeutic resources. In Latin America especially, there is 
a marked deÞ ciency in this type of service. Performance 
of occupational activities decreases the sense of empti-
ness, increases self-esteem and contributes to treatment 
adherence. Nonetheless, even in contexts where such 
life changes and for which there is no cure? Where 
can they Þ nd space to discuss their anxieties, since 
the health system does not commonly listen to them? 
Health professionals are not accustomed to thinking that 
people with schizophrenia have other demands besides 
psychotic symptoms. Van Meer23 (2003) reports that 
patients frequently want to discuss subjective experi-
ences with their doctors, but doctors consider such 
issues irrelevant.
In the 1960s, Fromm6 (1966) described a crisis in tradi-
tional science. It became dehumanized, more concerned 
in the classiÞ cation and control of individuals. Before 
Fromm, in the 19th century, Kierkegaard10 (2003) 
already questioned the pretense of science in supposing 
that reality can be condensed and completely explained 
by concrete systems and frameworks. Kierkegaard 
argued that a system is incapable of accounting for 
human reality, since individuals are singular and have 
very particular differences and existences.
This article aimed to describe the subjectivity that 
makes each person with schizophrenia a singular being. 
In this sense, the study attempted to listen to what is 
usually ignored or forgotten: the existential themes and 
issues in the daily life of people with schizophrenia and 
their caretakers.
METHODS
Focus groups were used to gather qualitative data. The 
participants had the following characteristics:
1. People with schizophrenia and other psychotic 
disorders with long evolution (F20-29), according 
to the International ClassiÞ cation of Diseases;14 
from both sexes; older than 15 years; and without 
hospitalization in the last three years - at least 60% 
of this time - due to mental health reasons, with 
good capacity for self-expression.
2. Informal caregivers: individuals connected to the 
patient; recognized by both the patient and them-
selves as the primary caregiver; and without formal 
contracts as a caregiver.
The participants were predominately from primary 
and secondary public health care services from the 
following cities: Buenos Aires, Rosario and La Plata 
(Argentina); Caracas (Venezuela); Concepción (Chile); 
Granada (Spain); London (England) and Porto Alegre 
(Brazil). The study concluded in November of 2005.
At each site, four focus groups of people with schizo-
phrenia and two of informal caregivers were held. Each 
group had between six to ten participants. In total, 
146 patients with schizophrenia (55% men) and 80 
caretakers (75% women) participated. Mental health 
experts were trained to lead focus groups. A thematic 
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resources are available, some participants questioned if 
people that enroll in the activity would have anywhere 
to apply the knowledge gained, since there is a lack of 
work opportunities.
...it is a shame I do not have a job. I do have the assis-
tance, but my job ended... it is not the same... my studies 
are over, they are over... (Man with schizophrenia, 
Argentina). 
Frankl5 (1978), when reß ecting upon people who did 
and did not survive following the Second World War, 
concluded that people with projects they felt necessary, 
appeared to have improved chances of survival than 
those who lost meaning in life. Frankl was convinced 
that if someone does not have reason to live, the person 
tends to give up on life even if his or her other needs are 
satisÞ ed. This theory helps us to understand why suicide 
is so common among people with schizophrenia.20 
The employment issue is central to understanding this 
problem. The majority of participants do not perform a 
formal or informal job, independent of socioeconomic 
context. This has a dramatic impact on self-esteem.
The main motive that maintains may day to day is to do 
something with my time. If you have structure in your 
day, youre not worried, but if you reach a point where 
you stop and do not know what to do, it can leave you 
vulnerable. (Man with schizophrenia, England)
This is the reason for including mechanisms for 
employment inclusion in any health care strategy that 
seeks to improve the lives of people with schizophrenia. 
Without such mechanisms, it is probable that patients 
follow a pattern of social exclusion, including margin-
alization in many contexts.
Discrimination and the need for respect
The existential anxiety present in discussions of partici-
pants with schizophrenia is in part explained by the 
reality to which they are submitted. In addition to facing 
all sorts of adversity, there are emotional consequences 
to having such a highly stigmatized illness.
... the difÞ culty is revealed when they ask my daughter 
!what do you do with your life?", !with what do you 
work?". How can someone respond? Naturally, the 
tendency is to hide the real situation or what you desire, 
due to shame. (Caregiver, England)
The behavior of the patient following the outbreak is 
often difÞ cult to understand for people that live with 
them. Problems with lack of motivation are interpreted 
as laziness. In some sites, bizarre behavior is understood 
as a manifestation of evil. The sick person is often seen 
as potentially violent.
If I tell a neighbor that I have this illness, they would 
tell me: !this child is crazy" and reject me or feel bad 
for me... and I dont want anybody to feel bad for me... 
I prefer that somebody hates me but dont feel sorry for 
me... (Women with schizophrenia, Chile)
It is also common that the family is embarrassed to have 
a special member. Many families feel like victims of 
a cruel destiny. Abandonment can occur. In Argentina 
and Venezuela, institutionalization still happens. In 
England a large part of people with schizophrenia live 
in protected apartments.
She is our only daughter and we have a long marriage. 
We were unlucky. (Caretaker, Argentina)
Stigma is one of the most important obstacles to the 
personal development of people with mental illness.21 
DifÞ culties to Þ nd work, maintain affectionate relation-
ships, to share housing and rejection and fear by the 
community are common aspects of life for those who 
suffer stigma. The word schizophrenia is constantly 
used in the mass media as a metaphor for negative 
personal character.2 Even child television programs 
have references about mental illness, the majority of a 
disdainful nature, which can contribute to the develop-
ment of segregation behavior in young viewers.25
In our study, participants from Latin American coun-
tries also considered inadequate investment in health 
services by political bodies as an expression of stigma, 
especially the low availability of professionals, consul-
tations and pharmacists.
... I speak openly about what I have... because I consider 
it an obligation to myself, and it is an obligation given 
the situation in this country. Because they do not give 
us the level of care that they provide to a person with a 
kidney illness... For them dialysis is never unavailable. 
(Woman with schizophrenia, Venezuela)
Stigma causes existential suffering and has a negative 
impact on self-esteem. It is a vicious cycle, since low 
self-esteem is probably connected to worse health 
status.12 Studies indicate that patients who report feeling 
more stigmatized have more severe symptoms and are 
in a worse condition.3
Depression, anxiety, pain, discrimination, does not 
only come from family members; it is more from friends 
and acquaintances or strangers. One person feels 
despondent, one does not have a way to go out, one has 
a blocked mind, it is a very terrible thing. (Man with 
schizophrenia, Brazil) 
Autonomy
Autonomy is related to the possibility of independence, 
not being subject to somebody else!s will. In addition, 
we can include the subjective sense of satisfaction 
from an individual feeling a reasonable amount of 
internal coherence. People with schizophrenia generally 
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have problems with autonomy. At least when they are 
symptomatic, they are constrained by the illness and 
have difÞ culty rationalizing and making decisions that 
are good for themselves and others. Even when stable, 
they may remain limited by the demands of treatment.
The caretaker becomes the main support for the main-
tenance of these people!s lives. In Latin American 
countries, it is the families, especially mothers that 
assume this responsibility. In England, public services, 
represented by health and social professionals, usually 
perform this task.
I feel that something that would really improve my 
quality of life would be to make me more responsible for 
my issues and to not depend so much on the judgment of 
my caretakers for what is or is not good for me... I need 
to Þ nally resolve this in order to be an adult again. I feel 
that having been in the mental health system has kept 
me in a child!s role. (Man with schizophrenia, England)
Some schizophrenic participants in Latin American 
countries protested that they, if allowed, they could 
adequately to respond to a series of situations, but they 
are considered incapable. They accused the caretakers 
of not allowing them to perform such easy tasks as 
taking care of their own food. People do not trust their 
abilities, and therefore they are not stimulated and end 
up worsening.
On the other hand, while they regret not having 
freedom to make their own decisions, many patients 
also reported feeling incapable and unmotivated to 
perform them. Also, while a large part of caretakers 
thought their children were too dependent, they did 
not stimulate them to develop their abilities for daily 
life. This uncertainty reß ects the insecurity patients 
experience. Protective behaviors by both sides limit 
the exercise of autonomy.
People believe they are not capable. In my case I am 
overprotective... I say do this and that and... In the 
afternoon, my son stays alone since I work and then he 
becomes motivated, makes his milk, bathes; on the other 
hand I am on top of him "come, put your jacket on, do not 
go out#... I want to manage him as if he was still a baby. 
I lack conÞ dence that he can. (Caretaker, Argentina)
The problem related to the autonomy of patients with 
chronic mental health disorders is even more compli-
cated under current circumstances. In the developed 
countries and the large urban centers, family support 
is decreasing. In addition, there is great emphasis on 
the individual and their material attainment. These are 
ideals that people with schizophrenia generally cannot 
meet. In schizophrenia, the patient loses the internal 
ability to perform the roles that society demands. This 
may be a reason that the evolution of schizophrenia 
is apparently better in less fortunate sociocultural 
contexts.9 In these contexts there is more emphasis on 
the collective and less on individuals. This may result 
in less existential suffering, since it reduces the social 
pressure to become "successful# and "normal#.
Our Þ ndings also suggest that reduced capacity to 
manage life leads many schizophrenic patients to be 
unable to manage their treatment and identify their 
mental and physical problems. This can contribute to 
deteriorated health. Studies show that schizophrenic 
patients experience increased morbidity and mortality 
associated to an array of medical illness, which rein-
forces the hypothesis.15
To respond to this problem, professionals should have 
a preventive perspective in terms of anticipating this 
complaint (which often comes late in this population). 
According to the study participants, health services 
often view people with schizophrenia as frequently 
under psychosis: the patient and the illness are 
conß ated. In result, there is no space for needs that are 
not objective and unrelated to psychotic symptoms. It 
is common that providers do not even listen to these 
symptoms. The subjectivity of the patient has tradition-
ally been repressed from health care.
There is a real need for more creative approxi-
mation and acceptance and to listen to the indi-
vidual. Schizophrenia has various manifestations. 
Professionals should address this issue... The Þ rst thing 
they ask me is "Do you want to commit suicide? Do 
you think people hate you?# and such things. Until we 
are that level, we do not make any progress. (Man with 
schizophrenia, England)
The patient ends up divided, not seen as a whole but 
only through their individual parts. Professionals 
assume responsibility for "urgent# issues (the symp-
toms), while they ignore subjectivity or attribute it 
to others (religious and societal, among others). This 
is also a protective measure. When we transform the 
illness into an object (the body, the symptoms), we 
decrease our responsibility and restrict demand. In 
a certain sense dehumanization is a way to protect 
ourselves from the burden of being a caregiver. This 
mechanism can be negative for patients, as the patients 
in our study attest.
Humanized care, on the other hand, has a different 
effect. Patients with schizophrenia that receive care 
where conversation and listening are prioritized 
improve their quality of life.17 Also, the active partici-
pation of the patient in their own treatment appears to 
improve self-esteem and overall health.8
Being conscience of the illness
Being conscience of the illness involves understanding 
your own functioning, to know yourself. In populations 
with schizophrenia this process is complex. Since society 
has prejudice against the disease, it is involves signiÞ cant 
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pain to admit that you have it. Family members even feel 
shame and blame, which can lead to denial.
I lost my memory, job and developed schizophrenia. I 
never wanted to see a doctor because I did not want to 
admit that I had developed schizophrenia (Man with 
schizophrenia, Chile)
The lack of ability for insight (or to understand it as an 
illness) is very frequent in people with schizophrenia.1 
Some individuals have cognitive limitations, which 
decreases their capacity for understanding. Poor treat-
ment adherence frequently results from this process. 
Remaining symptomatic may also be a way to escape 
from reality. Denial is a common defense mechanism in 
other illnesses. In oncological diseases, for example, the 
patient goes through several mental stages until accepting 
their illness (denial, search for magical solutions, 
anger).24 Chronic diseases like diabetes, rheumatism 
and hypertension may even be denied on principal.11,16
I suffered a lot when the psychiatrist told me I was crazy. 
They told me with gentler words, but it was a bomb...
we were very ignorant about it. My friends were a little 
afraid, but not of me. They were afraid of the illness. 
They thought that I would do something to them. (Man 
with schizophrenia, Spain)
Some participants reported that after accepting their 
mental illness, they began to suffer less. Studies suggest 
being conscience of the illness is associated with lower 
grade symptoms and better treatment management.13 
Likewise, lower adherence appears connected to lower 
levels of insight.19 These data justify the implementation 
of psychoeducational strategies by service providers. 
The identiÞ cation of tactics used by patients to control 
symptoms may help their treatment. The individual 
experiences must be appreciated.
... I am not going to sit on the rooftop and say !Listen" 
I#m a psychiatric patient$ because there is stigma 
outside. But if somebody comes and says !What#s going 
on?$, I explain the problem. The only way to make them 
understand is if people who suffer from the problem sit 
down and explain it. We are the best teachers there are. 
(Man with schizophrenia, England)
There is a need to develop health promotion mecha-
nisms based on patient experiences. This should begin 
with changes in communication between providers and 
clients. Frequently the professionals experience difÞ -
culty with this, including when divulging the illness to 
the patient. The illness of some participants was simply 
identiÞ ed as an !illness of the nerves" for a long time.
To me it seems very important that psychiatrists, in addi-
tion to using big words and approaching as from above, 
actually stop to explain what is happening because I 
still do not know. (Women with schizophrenia, England)
Many participants reported it is necessary to be actively 
involved in gaining an understanding of the illness. 
This involves searching for information, studying, 
and participating in group therapy and associations. 
Understanding the illness and searching for information 
appears to promote citizenship.
We have to know everything there is in the mental 
health system in order to stay alive. We need to know 
what they are doing to us, advocate around our illness, 
help increase our self-esteem. It seems to me that 
the current system is inadequate for us. (Man with 
schizophrenia, England)
FINAL COMMENTS
The loss of social connections and opportunities 
(especially employment) after the onset of illness is 
omnipresent in the lives of people with schizophrenia. 
Pain, depression and desire to die were expressed in 
the discussions. In fact, why would someone want to 
continue to live if their subjective experiences are not 
considered important and they do not have a partner, 
feel rejected, do not have personal projects, lack profes-
sional realization and depend on others? Actually it is 
surprising that in the midst of so much adversity, these 
individuals continue to Þ nd reasons to keep living.
Complex changes that appreciate each individual#s 
reality are necessary. Strategies for employment 
inclusion are certainly very important and should be 
prioritized. Therapeutic workshops, development of 
protective laws and workplace quotas are fundamental 
for people with schizophrenia to reach improved quality 
of life and autonomy.
Fighting stigma is the other big challenge, since it 
requires changes in societal imagination. The develop-
ment of means to increase access to information and 
knowledge about the illness may be the most viable way 
to obtain improvement. In particular, health education 
approached should be promoted.
It is also necessary to improve the quality of health care. 
The reality of the health services seems to encourage 
the maintenance of dehumanized care, more concerned 
with curing illnesses than with health promotion. Health 
promotion is an even greater challenge, especially in 
Latin American contexts where social and economic 
adversities play a critical role in quality of life. The 
very survival of some people is constantly threatened. 
They Þ rst must survive to later exist as a person with 
feelings and desires.
Changes do not occur while the most interested parties 
remain silenced. Participation and mobilization of 
patients are some of the most important impetuses for 
social transformation. A more pro-active posture is 
necessary to make patients exercise their citizenship. 
As one of the participants concluded:
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do something for ourselves. We cant always blame 
the system. If you want to return to society, you have 
to accept certain things. (Man with schizophrenia, 
England)
You need to overcome your illness by accepting it, 
going out every day and carrying on with your life 
because you cant let your life stop... its important that 
everyone understands that we have to keep going and 
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Being professional and being human: one nurse’s relationship with a psychiatric
patient
Background. The theoretical foundations and professional ideals of psychiatric
nursing contain inbuilt contradictions. One central ideal is that nurses should use
themselves as therapeutic instruments. The expectation that nurses should have both
a professional and a human function is examined in this study.
Purpose. The purpose of this study was to find out how nurses experience and
interpret the contradictory demands of being both fellow human being and health
professional in their work with patients.
Methods. An ethnographic research design including participant observation and
narrative interviews with nurses working on an acute ward of a psychiatric hospital
was used. The case of one nurse is analysed and discussed.
Findings. The study shows that when nurses themselves are ‘therapeutic instru-
ments’, tensions are created. Contradictory demands produce difficult role conflicts.
Nurses vary in the ways in which they interact with patients. The study shows how
the nurse’s own vulnerability can be a constructive element in patient care. It also
shows that although the nurse is aware of this, she is also critical of her perform-
ance, feeling that it falls short of accepted professional standards. Her colleagues
reinforce these standards.
Conclusion. The ideal that psychiatric nursing should be a balancing act between
intimacy and distance, between human and professional ways of acting, appears to
be too harmonious and narrow a one. The study suggests that there is potential for
professional development if nurses are able to recognize their own vulnerability.
Critical examination and discussion of conventionally accepted ideals can help
develop our knowledge of the profession.
Keywords: psychiatric nursing, psychiatric patient, professionalism, health profes-
sional, participant observation, narrative interviews
Introduction
The theory and practice of psychiatric nursing has two
aspects. For patients, nurses are both health professionals and
fellow human beings. In their therapeutic work, nurses must
employ their diagnostic insights and precise knowledge of
illness. At the same time, they must also be able to encounter
patients as unique individuals. The profession bears the
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traditions of both biomedical knowledge and humanistic
psychology. It is expected that nurses have both a profes-
sionally objective, scientific stance and sensitivity to patients
and their suffering. In short, inflexible schematic thinking
must be combined with empathy. The ability to quantify
must go together with the ability to be present as a fellow
human being.
In this article we examine one of the ideals of nurse–patient
interaction, namely the expectation that a nurse should
combine the role of health professional with that of fellow
human being. Our discussion is based on a study of one
nurse’s experiences on an acute psychiatric ward.
Theoretical context
A fundamental premise of psychiatric nursing is that nurses
use themselves as therapeutic instruments. This means that
their work has a markedly personal character. These personal
and therapeutic processes have been examined by a number
of researchers and textbook authors (e.g. Lu¨tze´n 1990,
Peplau 1992, Porter 1992, Forchuk 1995, Gijbels 1995,
Cleary & Edwards 1999). The reason for this strong
emphasis on the ‘therapeutic relationship’ is the fact that
psychiatric patients have problems in communicating and
forming relationships (Peplau 1992). It is for this reason that
Porter (1992, p. 453) argues that we should see ‘therapeutic
interaction…as the essence of psychiatric nursing’. Stuart &
Sundeen (1991, p. 981) employ the concept of ‘interpersonal
process’, while Mereness & Taylor (1982, p. 10) stress that a
psychiatric nurse’s therapeutic role is not simply a matter of
‘routines and procedures…it also must be discussed in terms
of attitudes, feelings, relationships, and understandings’.
Clearly, many researchers and textbook authors in the field
agree on the importance of psychiatric nurses being person-
ally at patients’ disposal. This includes nurses’ readiness to
become close to patients. However, if this personal relation-
ship is to have a therapeutic function, they must also be
professionally distant, and must be able to balance between
human closeness and professional distance (Strand 1990,
Hummelvoll 1997).
Our own clinical experience of psychiatric nursing supports
the view that it is necessary to balance intimacy and distance.
The notion of an optimal balance is a professional ideal.
However, does this ideal have an inbuilt potential for conflict?
There are a number of obvious problems connected to such
an ideal. One of them is that there may be too great a nurse–
patient distance. A body of research indicates that, when
there are low personnel resources and fast and effective
treatment of very ill patients is needed, nurses experience an
unpredictable work situation (Delaney et al. 1995, Ryrie
et al. 1998, Cleary & Edwards 1999). Under such conditions,
they experience feelings of powerlessness (Thomas et al.
1999a, 1999b) and appear watchful and controlling (Gijbels
1995). Co-ordination, administration and management dom-
inate their practice, at the expense of planned patient-
focussed activities (Ryrie et al. 1998). However, research
also shows that nurses might be custodial and task-oriented,
irrespective of resources (Clarke 1996). Such conditions
create distance between patients and nurses.
On the other hand, a nurse can be too close to a patient.
For various reasons, this phenomenon has received less
attention. Bray (1999) found that psychiatric nurses who
work in acute wards experience difficulties in working closely
with patients suffering from psychological disorders. This
work is emotionally demanding and they employ various
strategies to create a space between themselves and patients.
For example, they might physically distance themselves from
patients.
It is a problem if nurses become too intimate or too
distanced from patients. However, there is a third and much
more fundamental problem. This arises from the very ideal
that a nurse should at all times have a clear notion of the
therapeutically correct degree of intimacy, and be responsible
for regulating the relationship. We can ask if there is a danger
of such regulation becoming too simplistic or too technical
and instrumental. In fact, it is often claimed that nurses
themselves are ‘instruments’ in caring for patients. Does the
use of this word imply that nurses should not behave like real
individuals who are vulnerable and have real shortcomings
(Fog 1998)? Are relationships understood as concrete and
unique ones, in which nurses and patients mutually and
meaningfully interact, or does the ‘instrument’ metaphor
suggest a well-controlled and somewhat cold professional-
ism? How do nurses experience the difficulty of being both
intimate and distanced, in being a fellow human and a health
professional? Such questions informed our empirical study.
The study
Purpose
The purpose of this study was to find out how nurses
experience and interpret the contradictory demands of being
both fellow human being and health professional in their
work with patients.
Background and methods
In this article we draw on a larger empirical study of a
medium-sized Norwegian psychiatric hospital in the autumn
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of 1999 (Hem 2000). One of the authors (MHH) spent two
and a half months on a locked ward that had five patients.
She followed six nurses, and watched them carrying out their
work. Special emphasis was laid on how the nurses interacted
with patients. In addition, the researcher participated in the
daily life of the ward. Field notes, recorded at the end of each
day she had been present in the ward, were divided into
‘observation notes’, ‘theory notes’, ‘methodology notes’ and
‘personal notes’.
The data created through participant observation (Wadel
1991, Hansen 1995, Olsen 1995, Savage 1995, Dahlgren
1996, Hammersley & Atkinson 1996, Henriksson &
Ma˚nsson 1996, Solberg 1996, Heggen & Fjell 1998) were
deepened, supplemented and validated (Holstein 1995, Kvale
1995, Fog 1996, Svensson 1996, Holm 1998) by data from
narrative interviews (Ramhøj 1993, Knizek 1998) with the
six nurses. The narrative interviews lasted 20–60 minutes, the
majority taking 40–45 minutes, and were audiotaped (except
one) and transcribed (verbatim). Some 80 pages of field notes
and interview transcriptions were made. The field notes
described what nurses actually did in their interactions with
patients, while the interviews record nurses’ personal under-
standings of their work.
Data analysis
Field notes and narrative interviews were used to create a
number of exemplary case descriptions illustrating the nurses’
experiences in situations in which they took responsibility for
psychotic patients, in situations in which they acted as fellow
human beings as well as in those in which they acted as
professionals, or in situations in which they tried to persuade
patients to act and decide on their own responsibility. On the
whole, the data were intended to give an idea of the whole
range of what the nurses had experienced in their interactions
with the patients.
Each case was carefully analysed according to one of the
major questions guiding the research, namely how do nurses
handle the contradictory demands of being both fellow
human beings and health professionals in their work with the
patients. Each case was examined in detail and classified into
categories reflecting the tensions, fine distinctions and con-
tradictions inherent in the data. One of the dilemmas is
presented and discussed in this article.
Ethical considerations
In accordance with the accepted ethical rules for medical and
health research (Kvale 1995, Hammersley & Atkinson 1996,
Henriksson &Ma˚nsson 1996, Engelstad et al. 1998, Solbakk
1998) we received permission from the hospital administra-
tion, the relevant ward and all nurses and patients.
Case study: a difficult nurse–patient relationship
What follows is an abridged version of one of our narrative
interviews. The interviewee was talking about a young male
patient.
It seemed to be more and more difficult for me to be myself when I
was with him…my communication with him became more and
more difficult. He was psychotic and anxious…he painted every-
thing black. I managed to calm him and give him a sense of
security…He was always studying me closely – my movements, my
facial expressions, what I said, my intonations. It was as if all of me
was being closely observed, he was trying to find out who I
was…and he yelled at me day after day…‘Shut your mouth, you
fucking cow’. I was intensely rejected for days on end. Every day all
of this negativity directed towards me…comments and negative
remarks all the time…He constantly demeaned me, and that was
hard to take. I suppose he used me as a shock absorber. I tried not
to let it get to me. I tried to just put up with it and act normally. I
was determined that I wasn’t going to let it get on top of me. I said
to myself, ‘Breathe deeply, be yourself, but draw the line. Show that
you deserve respect.’…It would have been easy for me to just trade
insults with him. I felt I was being affected, I became insecure
because I was continually provoked. My communication with him
became unclear and incongruent. I felt that I was becoming more
and more unclear…I felt that I was sidelined, and that I lost my grip
over him and others. I experienced something of an identity crisis – I
was being torn into two, split…this was intensely unpleasant…it
was difficult to be both friend and professional carer, I found myself
playing the role of friend or mother…yes, it was a very tough
period.
But sometimes we communicated very well. He could dare to be
honest with me. We told each other stories, and we made up stories
together…there was something we had that was very good.
And I saw something in him, that he was a vulnerable boy who was
carrying a lot of pain. I don’t think that his parents ever really saw
him. I don’t think he could bear to sit alone with all of that suffering.
I told him this. We agreed that he was very sensitive, but he also said,
‘We mustn’t talk about it’, ‘I don’t want to be looked at in that way
while I’m here’, ‘Don’t dig too deeply – I can’t handle it’. He simply
couldn’t tolerate that we tried to pierce his defences. I said that this
was alright, that it was enough that we were aware of it. So there was
understanding and contact between us – I felt that I showed him
understanding. I also told him that I thought he was very direct and
honest, and he took this in. We could talk about such things when we
were alone…
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Interpretation of the data
What immediately struck us was the nurse’s feelings and
involvement when she talked about herself and her patient.
She was emotionally involved in the narrative – she
commented that situations came alive for her when she
talked about them. Uncomfortable physical responses
returned. She experienced neck ache and body heat. She
reported that she allows herself to get very involved with
patients. This personal involvement is shown in her reflec-
tions. Her narrative is open and honest, and not at all coldly
professional. She clearly wishes to be natural and authentic
in her interaction with the patient. She points out that it
was the fact that she could not wholly be herself – that she
was ‘uncertain’, ‘unclear’ and ‘split’ – that was difficult. She
has a typically relational way of talking about what
happened. The experience she chose to talk about and
dwell upon was that of a problematic nurse–patient
relationship.
Being sidelined
The nurse’s statement that she was ‘sidelined’ is worth
examining. It seems as if she believes that her performance
fell short of professional standards. She says she felt that ‘it
was difficult to be both friend and professional carer’ and
that she played the unsuitable and unprofessional roles of
‘friend’ and ‘mother’. It seems that she is aware of how
demanding the textbook ideal of an optimal balance between
the roles of ‘fellow human being’ and ‘professional’ is. She
accepts the notion that professionalism implies that one is ‘on
top of things’, that one has control and an overall perspective
on oneself and the patient. Being ‘sidelined’ can mean that
one is professionally inadequate.
She is pressurized by the patient, towards whom she reacts
strongly, and is provoked and confused by the manner in
which he ‘sidelines’ her. She clearly expresses the pain of
being marginalized when he calls her ‘a fucking cow’, and
this episode is a critical turning point in her narrative. This
‘breaking point’ is of interest because it strongly challenges
the ideals we hold about professional nursing. There is, how-
ever, a paradox in that, in spite of the fact that she feels she
almost vanishes and becomes ‘more and more unclear’, she
also retains affection for the patient. She does not lose her
empathy for him – the ability to understand him on his own
terms. She is ‘sidelined’, but continually manages to get back
‘on top of things’.
An interesting feature is that she both sees and fails to see
the possibilities of the situation. She describes the way in
which she sees the dignity of the patient and gains fresh
insights into his problems, but at the same time regrets the
fact that she is being unprofessional. She seems unaware of
this paradox. Traditionally accepted notions of professional
distance and balance are the ideals she refers to when she
reflects upon her own experience.
Stubborn empathy
One is struck by the extent to which the nurse retains
empathy for her patient. In spite of being subjected to fierce
personal attacks she retains the ability and will to understand
his situation. It would have been unsurprising if she had
responded by rejecting him or had fought back by using her
own power strategies. She says herself that ‘It would have
been easy for me to just trade insults with him’. It may be the
case that the patient invited rejection and punishment
because he felt he did not deserve better treatment, and the
nurse perhaps touches on this interpretation when she uses
the expression ‘shock absorber’ to describe the function she
thinks she had for the patient. She is more explicit when she
states that ‘I don’t think he could bear to sit alone with all of
that suffering’. She continually attempts to ‘elevate’ matters
by trying to grasp the essence of the patient’s situation,
namely that he suffered from difficult feelings and thoughts
which he transferred to her. Her ability to retain under-
standing and empathy could have depended on such an
interpretation of his behaviour. It is also possible that it was
essential for the patient to experience that she resisted his
attempts to sideline her. This was unpleasant for him – ‘I
don’t want to be looked at in that way while I’m here’,
‘Don’t dig too deeply – I can’t handle it’. However, the fact
that she did not give in may be the reason why he remained
so focussed on her.
One should also consider whether her lack of cold,
distanced professionalism makes her more ‘human’. Her
lack of control and perspective may have facilitated contact
with the patient. The nurse says in the interview that she
had told him something about herself. Amongst other
things, she had said that she was vulnerable and cried
easily. We do not know what the patient made of this.
However, it may well be that such a confession was a
human touch that gave him the strength and security to
cope better with his own feelings of inadequacy and
smallness. That he calls her a ‘fucking cow’ could indicate
that he has confidence in her and believes she can handle
such an outburst. The data also suggest that he is provoked
and disappointed because he wants a nurse who can free
him from his pain and misery. There are also indications
that he takes a degree of responsibility for the insecurity he
makes others experience.
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Importance of context
An important feature of the nurse–patient relationship was
context. The patient demeaned the nurse in situations where
others were present. When they were alone, however, other
processes were in operation – ‘there was something we had
that was very good’. The two of them regularly created
something together: they had good periods of close contact
where ‘we told each other stories, and we made up stories
together’. She felt she ‘showed him understanding’.
However, she became ‘sidelined’. She started to be insecure
and withdrew from both patients and colleagues, and
describes how other nurses gradually became involved:
‘Others took over, to some extent…I became more anony-
mous’. She was not informed about what came up in
conversations with the psychologist (nurses were present at
these sessions), and felt that secrets were being kept from her.
She said that ‘since he reacted so strongly towards me, I
should have been involved in all stages of his treatment’. She
thought she should have been one of the team that worked
closely with the psychologist. Such a wish shows that she saw
the potential of the difficult relationship, and had ideas about
how it might have been positively exploited. She also
describes a degree of rivalry between nurses as to who should
work with him – ‘it was as if everyone wanted to be involved
with him’. She finds it hard to accept that ‘sometimes it
seemed that I was the nurse he didn’t like’. She says that she
became ‘uncertain and a bit awkward – almost stupid’. The
patient’s verbal aggression had made her feel insecure, and
she felt that she had lost the respect of her colleagues. While
outsiders might have seen the therapeutic possibilities of the
difficult relationship, it seemed that both the nurse and her
colleagues only saw professional inadequacy.
It was not only her relationship with he colleagues that was
affected. She described how the whole situation had conse-
quences for how she related to the student nurses who were on
the ward, and how unpleasant it was that they could hear how
the patient spoke to her. She wondered what they thought and
felt that they must have a low opinion of her, became even
more insecure and followed a strategy of retreat: ‘I drew back
and made myself less visible’. However, she felt that this
strategy was not in the patient’s interests. If she moved into
the background, he might feel rejected. He would either have
had his feelings of worthlessness confirmed or he would have
felt that his insults were more than she could cope with.
Being professional and being human
There are three features we would like to discuss. Firstly,
there is the nurse’s own description of the relationship with
the patient. She shows empathy, loyalty, goodwill, frustra-
tion, anger and vulnerability. It is the limitations and
possibilities of her vulnerability that we wish to examine
further. Secondly, there is the fact that she feels she has failed
to live up to her professional ideals. Thirdly, there are the
signals she receives from her co-workers as to what consti-
tutes appropriate professional behaviour.
The nurse’s description: vulnerability
In her interaction with the patient, the nurse experiences and
shows her own vulnerability. She has an ambivalent attitude
towards her own behaviour. On the one hand, she expresses
how her own vulnerability helped her in ‘seeing’ the patient
and enabled him to show other sides of himself. Her openness
was one of the premises for their interaction. However, she
devalues her vulnerability when she relates it to her notions of
professionalism, and this negative evaluation is encouraged
by the other nurses on the ward.
There is a clear danger of romanticising the importance of
nurses’ accepting their own vulnerability and using it for the
benefit of patients. We do not advocate that it should be an
ideal for nurses always to ‘be themselves’. Neither do we
dispute that patients often need nurses who clearly demon-
strate that they are in control of the situation (Strand 1990).
However, it seems something of a paradox that, while
patients’ vulnerability is recognized, there is little acceptance
that nurses may be vulnerable too.
Studies of patients’ expectations of nurses show that it is
human qualities that are important. Patients want nurses to
be friendly, available and receptive, and they want to be
understood and listened to (Beech & Norman 1995, Pejlert
et al. 1995, Cleary & Edwards 1999). ‘Vulnerability’ is not
explicitly mentioned in these studies, but it is personal
qualities rather than specific therapeutic skills that patients
are most aware of (Porter 1992, Wifstad 1997). It seems
that there may be a lack of congruity between nurses’
notions of professionalism and what patients really want
from them.
As far as the notion of vulnerability is concerned, the
literature that we have found is not based on what
predominant philosophers in Scandinavia have come to
realize. Nortvedt (2002), for example, emphasizes that a
nurse’s responsibility for looking after a patient is estab-
lished by ‘a single person’s helplessness, vulnerability and
suffering’ (p. 31). To acknowledge vulnerability, depend-
ency, fragility and mortality as essential human qualities
must be regarded as fundamental to every kind of help or
care (Henriksen & Vetlesen 1997, Løgstrup 1956, 1997). It
is dependency and vulnerability, fragility and mortality that
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make a human being a human being. If one expects nurses
to act as moral persons, this requires that they are aware of
patients’ vulnerability and dependency and, moreover, that
they admit that they are vulnerable and dependent them-
selves, accepting vulnerability and dependency as essential
human qualities. Only if nurses are able to realize their own
vulnerability and dependency are they able to identify with
patients’ needs and feelings (Henriksen & Vetlesen 1997,
Vetlesen 2001).
The nurse in our study cannot accept that vulnerability can
be a professional asset, but instead, equates ‘professionalism’
with ‘control’. Perhaps we need to debate whether our
professional ideals are too instrumental.
Professional ideals
Professional ideals are complex phenomena. Deeper discus-
sion demands a thorough analysis of how ideals are
theoretically formulated and communicated in textbooks.
We also need to analyse how they are understood by
individuals and groups of nurses in different situations. A
thorough and meaningful analysis should also locate these
ideals in the theoretical contexts of health science. Our
empirical findings raise a number of critical questions about
the notion of ‘professionalism’. It may well be that our ideal
of the ‘friendly professional’ (Jackson & Stevenson 2000,
p. 378) who balances between intimacy and distance (Strand
1990, Hummelvoll 1997) is too harmonic a concept. It may
be that there is too little room to articulate the difficulty of
expecting individuals to be both intimate and distanced,
‘human’ and professional. Paradoxical or impossible expec-
tations are put forward, expectations which nurses must
find ways of tackling in their work. Such role conflict does
not receive enough attention, probably because nurses
primarily focus on what is best for patients. An increased
awareness of the contradictory and disharmonic aspects of
the ideals of ‘professionalism’ might perhaps lead to greater
tolerance for vulnerable nurses who feel they are near
breaking point.
Signals from colleagues
The third aspect we focus on is the importance of colleagues
for the nurse’s self-image. Nothing in the interview or
observation data indicates that her colleagues saw the
strength or positive aspects of her vulnerability. They
seemed to think that professionals should be strong and
well-controlled. However, such an attitude creates a prob-
lem. It suggests to us that it is not merely the stress caused
by external demands for effectiveness and high patient
turnover that explain why this particular nurse was unable
to express her own humanity and vulnerability. We must
also critically consider the behaviour of her co-workers. A
number of interesting questions present themselves. Can it
be the case that attitudes to patient care that encourage
patients to ‘be positive’ and ‘look ahead’, and that discour-
age introspection, might be transferred to relations between
nurses? Does such an ethos discourage a focus on dynamic
processes, and the possibilities and insights that this can
bring about? Do we here touch upon what Cleary and
Edwards (1999, p. 477) suggest, namely that the belief that
‘something always comes up’ is one that makes nurses less
sensitive towards relational processes? Is it the case that
nurses are uncertain about the essential nature of their own
professional competence (Gijbels 1995)? Is this why the
nurse in our example does not receive the support and
understanding of colleagues, who feel incapable of offering
any specific professional advice?
We were somewhat surprised by what the nurse told us
because in our own experience informal conversations
between nurses recognize and stress the importance of
vulnerability. Is it the case that there is an inconsistency
between what nurses say about their professional practice in
‘closed’ counselling sessions and what happens in their actual
clinical practice? If there is such an inconsistency, it should be
thoroughly researched and analysed.
Conclusion and practical implications
In this article we have examined how nurses experience and
handle the art of balancing between being ‘professional’ and
being ‘human’, and we have chosen to focus upon an example
that challenges perceptions of this ideal. We would like to
conclude by pointing to some possible practical consequences.
It is vital that nurses recognize their own vulnerability if
they are to survive and develop professionally. Our study
does not give grounds for recommending that vulnerability
should be cultivated or elevated to a new ideal. However,
there are grounds for suggesting that there may be potential
for accepting and recognizing that nurses show they are
vulnerable human beings.
A precondition for the constructive use of vulnerability is
that colleagues develop a tolerance and positive awareness of
this quality. This will give them support and make it possible
for them to see their own vulnerability as somethingmore than
a professional lapse. The nurse in our study is probably not
unique. We know that many psychiatric nurses experience
‘being sidelined’. Our study suggests that professional ideals
which emphasize ‘balance’ and ‘harmony’ make it difficult to
consider constructively how ‘vulnerability’ can become a
M.H. Hem and K. Heggen
106 Ó 2003 Blackwell Publishing Ltd, Journal of Advanced Nursing, 43(1), 101–108
strength. We need a discussion of professional ideals and we
need to look critically at how collegial relationships may
contribute to narrow understandings of these ideals.
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